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Summary  
Aiming high for disabled children has stressed the need for coordinated support, 
preventative health services, material and emotional support for parents and siblings 
and the overall improvement of practice (HM Treasury and DfES 2007). This 
knowledge review tells us what works in ensuring all disabled children and young 
people and their families receive services which are sufficiently differentiated to meet 
their diverse needs. The review focuses specifically on disabled children from black 
and minority ethnic groups, from asylum-seeking families, with complex needs and 
living away from home (excluding looked-after children). It is based on a rapid review 
of the research literature involving systematic searching, analysis of key data, 
validated local practice examples and views from service users and providers. It 
summarises the best available evidence that will help service providers to improve 
services and ultimately outcomes for children, young people and their families. 
 
This review has been carried out on behalf of the Centre for Excellence and 
Outcomes in Children and Young People’s Services (C4EO). The National 
Foundation for Educational Research (NFER) conducted the data work. 
 

Key messages from our knowledge review 

 
• Many disabled children have similar needs but differentiation may be required in 

the ways these needs are met.  
• While specialist skills and knowledge may be required, capacity for a 

differentiated response should be a feature of mainstream services. 
• Sensitivity to culture-specific needs is required, however, care should be taken 

not to assume that a particular need is derived solely from membership of a 
particular ethnic group. 

• Adequately differentiated services are based on whole-family assessments and a 
capacity for a flexible service response. 

•  A common understanding of the importance of differentiation and the service 
structures required should be shared by multi-agency partnerships. 

• Poverty and disadvantage consistently compound the difficulties faced by 
families, especially those from some black and minority ethnic groups. 
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Group-specific messages 
Black and minority ethnic (BME) populations 
BME populations are highly varied. However, the evidence base suggests that 
disabled children in some groups may experience poorer outcomes unless the 
following strategies are pursued: 
• Partnership with parents, carers and young people from minority ethnic groups 

to influence service planning 
• Development of self-advocacy to secure developmental resources 
• Provision of information to BME families to ensure choice and involvement in 

decision-making 
• Bilingual staff/interpreters to improve communication and access to services. 
 
Asylum-seeking children 
The evidence base on disabled asylum-seeking children is largely non-existent. 

 At present, we suggest that the main protective factors are likely to be those 
associated with the promotion of resilience in non-disabled asylum-seeking 
children, for which there is a fairly extensive research literature. These are: 
• Creation or re-creation of links with community 
• Opportunities to develop and use capabilities and skills 
• Making links with helpful people and institutions 
• Developing a sense of agency – a belief that one’s actions can make a 

difference.  
 
Children with complex needs 
Children with complex needs and their families will disproportionately rely on 
service coordination, putting a premium on effectively managed key worker 
systems. Guidelines for multi-agency working are well-attested and include: 
• Explicit agreements on pooling and sharing resources 
• A single access point, regardless of the complexity of the services 
• A governance structure that supports clear decision-making and which is 

mutually understood by partners 
• Partnership with children and families in service planning and delivery. 
 
Children looked after away from home 
Children in residential care are vulnerable to isolation and placement drift. The 
evidence base suggests that particular attention should be paid to the following: 
• Decisions to place children at residential school should be based on the child’s 

needs, not the configuration of services and who is likely to pay. 
• Placement proximity to home should be considered a key criterion for achieving 

positive outcomes and happier children and parents. 
• The views of disabled children in residential care are frequently ignored – 

establishing children’s views is essential to effective planning.  
• An away-from-home placement should be a positive, informed and valued 

option chosen from a range of possibilities – not a choice of last resort. 
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Who are the key stakeholders? 
• Children and families of disabled children in black and minority ethnic 

communities 

• Children with complex needs and their families 

• Disabled asylum-seeking children and their families 

• Disabled children living away from home – excluding those looked after – and 
their families 

• Commissioners and providers who are seeking to develop strategies that address 
the needs of diverse populations, including health, social care and education 
professionals from the statutory, independent and voluntary sectors 

• Policy makers. 

Their contributions are valuable in the process of improvement. 
 
Children and young people need more freedom, more choices and better 
protective processes for the most vulnerable, especially those in residential settings. 
Consultation, communication and involvement in planning are essential to reduce the 
likelihood of institutional care continuing into adult life. 
Parents and carers require the needs of families to be assessed holistically, so that 
child impairment, environmental issues and cultural factors including poverty, poor 
housing and linguistic needs are considered together and services are designed to fit 
families, rather than vice versa. One mother commented: 
“Authorities should look holistically at the needs of the whole family when assessing 
the needs of the child. This may mean support with benefit advice or it may mean 
accessing refugee support groups through the voluntary sector, but it needs to be 
creative and wider than the service for the child. If the family is not safe, well and 
secure it cannot be expected to provide the best for a child. By supporting the family 
you are ultimately improving the chances for the child.” (Mother, SW England) 

Professionals require accurate, timely, integrated and sensitively acquired 
information for effective planning. Differentiated services cannot be adequately 
delivered without comprehensive and up to date knowledge of different social groups 
and effective mechanisms for consultation with stakeholders on their specific needs. 
Policy makers must ensure that the voices of the most marginalised groups are 
heard and integrated into strategic developments and that wider environmental 
concerns affecting the families of disabled children are considered and addressed 
alongside specific issues relating to child impairment.  

What data is available to inform the way forward? 
Data is available to provide information on the characteristics of children with a 
limiting longstanding illness and the number of children with special educational 
needs in educational institutions, as well as children’s access to support services.  
 
The disabled children’s services national indicator (NI 54) measures parental 
experiences of services provided to disabled children, based on a national sample 
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survey of parents. NI 54 results became available from 2008/09. Prior to this, no 
national dataset detailed the services and support provided to disabled young people 
and their families. NI 54 data is provided at local authority and Primary Care Trust 
level, which enables to them to benchmark themselves easily.  
 
There is a need for minimum standards on what data should be collected, how it 
should be collected and on definitions across all data collection exercises, in order to 
make comparative analysis or analysis between datasets possible. This is important 
at the local level, as the data will be used to inform the analysis of need within a 
Children’s Joint Strategic Needs Assessment.  
 
C4EO’s interactive data site enables local authority managers to evaluate their 
current position in relation to a range of key national indicators and to easily access 
publicly available comparative data on disabled children. 

The evidence base 
There is a substantial database on the demography of disabled children in England, 
but the quality of the empirical research literature is relatively poor on all of the areas 
reviewed. There are also a large number of studies which highlight the views of 
parents, carers and young people through surveys and interviews. There are specific 
gaps in the following areas: 
 
• Studies on disabled BME children and families tend to focus on South Asian – 

primarily Pakistani and Bangladeshi – families. 
• There is virtually no research literature on disabled asylum-seeking children, with 

the exception of children affected by post-traumatic stress disorders. 
• Summarising the research literature on children with complex needs is 

compromised by differing national and international definitions. 
• While there are many useful qualitative studies of children looked after away from 

home, very few studies compare different approaches and their respective 
outcomes. 

Knowledge review methods 
This knowledge review is the culmination of an extensive knowledge-gathering 
process. It builds on a scoping study and research review, which are available on the 
C4EO website. 
 
Research literature was identified through systematic searches of relevant 
databases and websites, recommendations from our Thematic Advisory Group, and 
considering studies cited in identified literature (‘reference harvesting’). The review 
team used a ‘best evidence’ approach to systematically select literature of the 
greatest relevance and quality to include in the review. This approach attempts to 
eliminate bias in the selection of literature, to ensure that the review’s findings are as 
objective as possible.  
 

http://www.c4eo.org.uk/IAS/dataviews/�
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Data contained within the data annexe was obtained by a combination of search 
methods but primarily by obtaining online access to known Government publications 
and access to data published by the Office of National Statistics.  
 
The review also contains examples of local practice sent in from the sector, which 
have been assessed and validated by specialists in the field of child disability. The 
full versions of all of the practice examples contained within this review, and those 
published since the review was written, are available on the C4EO website.  
 
Evidence has also been gathered from service providers during discussion groups at 
C4EO knowledge workshops, while evidence from service users was collected via 
consultation with a small number of disabled children and young people and parents 
of disabled children and young people. Service users and/or providers are 
contributors to many of the studies included within the review too.

http://www.c4eo.org.uk/themes/disabledchildren/default.aspx?themeid=2&accesstypeid=1�
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1.  Introduction 
This review aims to draw out the key ‘what works?’ messages on improving the 
wellbeing of disabled children and young people through improving access to 
positive and inclusive activities. It addresses three questions, which were set by the 
C4EO Theme Advisory Group (TAG), a group of experts in disability policy, research 
and practice. These questions are: 
 
• What do we know about the profile of disabled children in England (by age 

bands), with particular reference to children from BME backgrounds? 
• What does the literature tell us about the specific additional needs of the following 

groups of disabled children?  
o those from black and minority ethnic (BME) backgrounds 
o those in asylum-seeking families 
o those with the most complex needs 
o those living away from home (excluding looked-after children, as they are the 

subject of another review). 
How are these needs identified and what evidence is there of different outcomes 
for these different groups? 

• What does the literature tell us about what works to improve outcomes (in what 
ways and with what results) for the above groups? 

Reviews on improving disabled children and young people’s wellbeing 
through early years interventions and better access to positive activities are 
also available on the C4EO website.  
 
The reviews are based on:  
 
• The best research evidence from the UK – and where relevant from abroad – on 

what works in improving outcomes for children and young people. 
• The best quantitative data with which to establish baselines and assess progress 

in improving outcomes. 
• The best validated local experience and practice on the strategies and 

interventions that have already proved to be the most powerful in helping 
services improve outcomes, and why this is so. 

• Service user (parent and young people) and provider views on ‘what works?’ in 
terms of improving services and outcomes. 

C4EO has also commissioned primary research into the effectiveness and 
costs of early identification and intervention for sleep problems and the 
effectiveness and costs of different modes of delivering behaviour 
management interventions to parents of disabled children. C4EO will use the 
reviews and research to underpin the support it provides to Children’s Trusts 
to help them improve service delivery, and ultimately outcomes for children 
and young people.  
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Definitions of key terms 
The following definitions were agreed by the Theme Advisory Group (TAG):  
 
• For the purposes of this study, we used the definition of ‘disability’ given in the 

Disability Discrimination Act 1995: ‘a physical or mental impairment which has a 
substantial and long-term adverse effect on a person’s ability to carry out normal 
day-to-day activities’ (GB. Statutes 1995) and in the Children Act 1989: ‘…blind, 
deaf or dumb or suffers from mental disorder of any kind, or is substantially and 
permanently handicapped by illness, injury or congenital or other such disability 
as may be prescribed’ (GB. Statutes 1989). 

• Terms to describe members of minority ethnic communities are standardised for 
the purpose of government surveys, but may be used in different ways by 
different authors. For the purposes of this review. ‘Black’ refers to citizens of 
African, Caribbean or Asian origin and ‘minority ethnic’ to a group who have a 
different ethnic origin from the majority community. ‘South Asian’ refers to 
populations originating from India, Pakistan and Bangladesh, also to East African 
migrants originating in the Indian subcontinent. 

• The term ‘outcomes’ is interpreted broadly in relation to the five Every Child 
Matters (ECM) outcomes: be healthy, stay safe, enjoy and achieve, make a 
positive contribution and achieve economic wellbeing. 

Types of evidence used 
The research included in this review was identified through systematic searching of 
key databases, reference harvesting or recommendations from TAG. All research 
included has been appraised to ensure that the evidence presented is the most 
robust available. The review also contains examples of local practice that have been 
gathered from the sector and assessed as having a positive impact on outcomes by 
specialists in disabled children (See Appendix 5 for C4EO’s Validated local practice 
assessment criteria).  
 
Evidence has also been gathered from service providers during discussion groups at 
C4EO knowledge workshops. Meanwhile, evidence from parents and carers and 
also from children and young people has been collected through discussion groups 
(see Appendix 6 for more details of the process). Data contained within the data 
annexe was obtained by a combination of search methods but primarily by obtaining 
online access to known Government publications and access to data published by 
the Office of National Statistics.  
 
The methodological strength of outcome studies was guided by the Maryland 
Scientific Methods Scale (Farrington et al 2002), though it should be noted that few 
studies were located that met Level 4 or Level 5 criteria (see Glossary of Research 
Terms on p.80). The higher the level, the more likely it is that the intervention 
described has resulted in the results reported. 
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Level 1  – Correlation only 
Level 2 – Pre-Post Test only 
Level 3 – Controlled Trial + Pre-Post Test 
Level 4 – Controlled Trial + Pre-Post Test, replicated, with controls for  
   extraneous variables 
Level 5 – Randomised controlled trial 

Strengths and limitations of the review 
Strengths of the review include identifying the best available evidence from 
research and national datasets to inform specific questions; comprehensive and 
documented searching for relevant information; an analysis of the quality and 
strength of evidence; and guidance from an advisory group on the issues of greatest 
importance in early childhood research, policy and practice. Study quality was strong 
in relation to parental and carer views and, to a lesser degree, the views of children 
and young people. The inclusion of validated local practice adds value to the review. 
 
Limitations of the review include the very tight deadlines which the review had to 
meet, which limited the ability of the team to extend and develop the evidence base 
through reference harvesting and hand searching; and the fact that the review was 
limited to English-speaking countries only. The methodological quality of much of the 
material reviewed, especially studies focusing on outcomes, was poor, with few 
studies able to give a high level of assurance that a particular type of intervention 
was likely to result in a given outcome. 
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2. Context 
Aiming High for Disabled Children: better support for families (HM Treasury and 
DfES 2007) addresses three priority areas: access, responsiveness and improving 
service quality. While all disabled children are meant to benefit, some groups of 
children have been historically disadvantaged and have suffered from poorer 
outcomes. In order to ensure that ‘all disabled children and their families can benefit 
from responsive and flexible services as soon as they need them and are included in 
universal services’ (Pinney 2007 p 6), it is necessary for services to identify where 
needs are significantly greater or more complex, and to find ways of responding 
appropriately to ensure a greater equality of outcome. The overall quality of services 
to disabled children – including parental views on the quality of health, education and 
family support services – is assessed by National Indicator 54 and reports are 
provided at local authority and Primary Care Trust (PCT) level. Data for 2010 is due 
to be published in Winter 2010.1

Demography of disabled children and young people 

 

In order to plan and deliver effective services, both central government and local 
authorities require accurate demographic data on the numbers, needs and 
circumstances of disabled children. National datasets such as the General 
Household Survey (GHS) (ONS 2009 a and b) and Family Resources Survey (FRS) 
(DWP, 2005, 2006) provide data on prevalence and type of disability. Meanwhile the 
Children Act Register, the Children in Need (CIN) Census, which records all children 
in contact with social services departments in a given week, and the Pupil Annual 
School Census on children with SEN provide local datasets. All, however, have 
considerable limitations. The National Service Framework for children, young people 
and maternity services (DH 2004), the Children Act 2004 (England and Wales. 
Statutes 2004) and the Disability Discrimination Act (DDA) 2005 (England and 
Wales. Statutes 2005) all require substantial improvements to the way disabled 
children and their families are served. These major policy developments demand 
more robust data on disabled children in order to evaluate the changes planned.  
This will be partially achieved through the implementation of National Indicator (NI) 
54, which measures parents’ experiences of the local health care, education, and 
care and family support services they have received for their disabled children (for 
further information see the Data annexe). NI 54 is based on the core offer of Aiming 
High for Disabled Children: good provision of information; transparency in how levels 
of support are calculated; integrated assessment; participation and accessible 
feedback and complaints procedures. 

Disabled children from BME backgrounds 
The UK is becoming more diverse. The population remains predominantly White 
British, but decreasing from 93 per cent in 2001 to 90 per cent in 2007. Wales, 
Scotland (both 97 per cent) and Northern Ireland (99 per cent) have smaller BME 

                                            
 
1 See www.dcsf.gov.uk/everychildmatters/healthandwellbeing/ahdc/nationalindicator/nationalindicator/  

http://www.dcsf.gov.uk/everychildmatters/healthandwellbeing/ahdc/nationalindicator/nationalindicator/�
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populations than England (88 per cent). London is particularly diverse, with some 35 
per cent of individuals from BME groups. Most minority ethnic groups have a 
younger age structure than the White British population, with the Mixed, Black 
African, Other Black, Bangladeshi and Pakistani groups having the youngest age 
profiles. In 2006, 21 per cent of babies in the UK were born to mothers themselves 
born outside the UK. In England, 19 per cent, and in London 53 per cent of school 
children in maintained schools were from non-white groups. There are higher 
numbers of children in some BME communities. There are also a number of factors 
that, compared to the White British community, elevate the prevalence of some 
impairments and diminish protective factors, thus causing a ‘double-disadvantage’ 
(Audit Commission 2003a p 21). Lower take-up of some important services, such as 
child care, is also a feature in some BME communities; methods for addressing this 
have been built into key strategies such as Child Sufficiency Statements, Sure Start 
Practice Guidance and the Together 4 Children toolkit (Oppenheim 2007). While 
some providers have been successful in responding to the needs of different ethnic 
groups, culturally appropriate services have been described as ‘relatively rare, and 
often confined only to certain cultural groups, in areas of high minority ethnic 
population’ (Audit Commission 2003b p 50). In order to promote equality of 
opportunity and narrow the gaps in outcomes, accurate and relevant data on 
disabled children from BME communities need to be available at both a local and a 
national level.  

Disabled children in asylum-seeking families 
A refugee is defined as someone who is outside their own country owing to a well-
founded fear of being persecuted for reasons of race, religion, nationality, 
membership of a particular social group or political opinion. An asylum seeker is 
defined as someone who has left their country and is seeking refugee status (Rutter 
2006). Families of most children described as refugees seek to regularise their 
immigration status by applying for political asylum. Where asylum is not granted, 
discretionary leave may be granted to unaccompanied children who cannot be 
returned to their country of origin until they reach 18 years of age or where they are 
affected by a serious illness of impairment. Aside from the issues that concern all 
asylum-seeking families, the main disability-related challenges are establishing 
accurate information, especially relating to the presence and nature of impairment 
and age of the child. 

Disabled children with the most complex needs 
The main policy issue concerning children with the most complex needs is multi-
agency working, a key imperative for the past decade and a core element in several 
White Papers (Townsley et al 2004). Current relevant initiatives include Removing 
barriers to achievement (DfES 2007), which encourages joint working between 
mainstream and special schools, the National Service Framework for children, young 
people and maternity services, which sets measurable standards for children who 
are ill (Standard 6) and with complex health needs (Standard 8) (DH 2004), 
Improving the life chances of disabled people (ODPM et al 2005), which sets 
challenging goals to be achieved by 2025, Palliative care services for children and 
young people in England (Craft and Killen 2007) and Better care, better lives (DH 
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2008) which highlight the needs of children with life-limiting or life-threatening 
circumstances.  
 
Available databases cannot give precise details about the numbers and 
circumstances of children with complex needs, not least because of the absence of a 
common definition. However, if we consider complexity as being associated with the 
degree, type or multiplicity of impairment, there is general agreement that, partly due 
to increased effectiveness of neonatal care and survival rates of low birth weight 
babies, numbers have substantially increased in recent years. There are around 
6,000 technology-dependent children in the UK, numbers of children tube-fed at 
home increased by 60 per cent between 1994 and 1996 and autistic spectrum 
disorders affect around 60 children under eight years old per 10,000 (Lenehan and 
Harrison 2003/4). Children with complex needs may have lifelong care requirements 
and will be over-represented in the group of children who are in institutional care, 
often at some distance from home.  

Disabled children living away from home 
Disabled children living away from home share many of the needs, and protective 
requirements, of children with complex needs (CSCI 2007). The Children Act 1989 
(GB. Statutes 1989) required authorities placing children in residential provision for 
more than three months to notify the responsible local authority. Section 87 applies 
similar duties in respect of children placed in residential independent schools. These 
duties have been strengthened by the Children and Young Persons Act 2008 
(England and Wales. Statutes 2008), which requires local authority representatives 
of children placed in health, education or other establishments for consecutive 
periods of three months or more to visit children and help them maintain contact with 
their families.2

 

 The SEN Code of Practice strengthens the right of all children with 
Special Educational Needs (SEN) to be educated in mainstream schools. Before any 
long-term residential placement is made, there should be a multi-agency assessment 
centred on the needs and views of the child and family (DfES 2004). There should 
also be a clear plan spelling out how the placement will be reviewed, how the family 
will be supported and how contact with the child will be maintained. The plan should 
also make clear the circumstances under which the child is to return home. Current 
policy stresses the following: 

• multi-agency approaches to making residential placements, with the option of 
children remaining in their family or home community wherever possible. 

• a review of all high-cost placements to identify the reason for the placements and 
whether there are gaps in local services. 

• a long-term strategy for redeploying resources towards sustainable local 
provision, thus enabling more children to remain in their home community. 

 
The features of the groups examined here highlight the issue of differentiation in 
relation to both different needs, and where children and families have similar needs 
which may need to be met in different ways. While many of the findings are group-

                                            
 
2 See www.dcsf.gov.uk/consultations/index.cfm?action=consultationDetails&consultationId=1715&external=no&menu=1  

http://www.dcsf.gov.uk/consultations/index.cfm?action=consultationDetails&consultationId=1715&external=no&menu=1�
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specific, the principle of services flexibly and creatively responding to the individual 
circumstances of disabled children applies to all groups. 
 
Finally, all recent initiatives have required substantial investment in, and commitment 
to, parent participation in the generation and scrutiny of policy and practice at all 
levels. This process is seen as an essential vehicle to ensure that future support 
structures are more closely focused on the needs of families. 
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3. The evidence base 
The initial scoping review identified 687 possible sources for evidence relevant to 
this review. This was reduced to 326 following an examination of study abstracts and 
further reduced by the appIication of the agreed study quality criteria (Farrington et al 
2002; Spencer et al 2003). Few high-quality intervention studies of any kind were 
located, though the evidence base was rich in narrative information. With the 
addition of a number of harvested studies and additional TAG recommendations, the 
final number of studies and reports cited in this review is 111. Of these, 74 studies – 
all bar two from the UK – address the circumstances of the four substantive groups 
discussed in this report, five comprise the main data sources for the profile of 
disabled children in England and the remainder are policy reports, professional 
guidelines and contextual material.  

Profile of disabled children in England 
While no single dataset, nor indeed any combination of datasets, is able to give a 
definitive overview of disabled children in England due to differing definitions and 
populations surveyed, it is clear that: 
• Boys significantly outnumber girls in the overall disabled children population.  
• While Census data suggest that disabled children between five and 18 years are 

fairly evenly distributed across age bands, statutory services report greater 
variation, the main bulge being the 12 to 15 age group. 

• All datasets report lower percentages of disabled children under five years. 
• Some BME groups are disproportionately affected by higher (and also lower) 

prevalence of certain impairments, though the causal factors may vary. 
A number of unanswered questions and key gaps have been identified (Read et al 
2007) as requiring attention: 
 
• No government-sponsored population survey (cross-sectional and longitudinal) is 

designed specifically for the purpose of collecting data on childhood disability.  
• While cross-sectional designs are effective at estimating prevalence of childhood 

disability and any association with important variables such as socioeconomic 
status, longitudinal studies are needed to examine causal relationships and life 
course narratives.  

• The Children in Need Census records only those disabled children in contact with 
local authorities at the time of the census and thus cannot be used for reliable 
population estimates. 

• National registers of deaf, hard-of-hearing and sight-impaired people are not 
comprehensive in coverage, though the UK cerebral palsy register is likely to be 
a more reliable source of prevalence.  

• No datasets have refined ways of establishing the extent of restriction 
experienced by a child. 
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• The majority of the datasets collect information on children by proxy from adults 
and not from children themselves. 

• Few surveys take account of how the age and development of children may 
shape functioning and ability. 

Children from BME backgrounds 
The evidence base relating to disabled children from BME backgrounds is rich in 
narrative information – though disproportionately focused on South Asian children 
and their families – and weaker in empirical outcome studies. Some clinical studies 
on bio-genetic and behavioural variations between some ethnic groups are an 
exception to this, with a number of high quality randomised controlled trials available. 
However, most of these studies are concerned with the prevalence of impairments 
rather than with intervention strategies.  
Drawing conclusions on prevalence, impairment type and both over- and under-
representation in services based on ethnicity data alone is likely to be misleading. 
The proliferating number of BME subcategories, the issue of whether membership of 
a particular category is self-defined or allocated, the relatively small numbers of 
children within some categories and the minor differences in outcomes between 
some ethnic categories suggest that caution is advisable.  
Unless crucial variables such as socioeconomic disadvantage and gender are 
factored in, we risk over- (or under-) emphasising the dominance of ethnicity as a 
factor contributing to differentiated experiences for disabled children and their 
families. Similarly, using ethnic group status as the sole or even the paramount 
factor in designing a differentiated service response may result in a lack of fit 
between the needs of children and the service they receive.  

Children in asylum-seeking families 
There is little relevant research information in the public realm on disabled asylum- 
seeking children. Studies that do exist relate primarily to post-traumatic stress 
disorder (PTSD).  
Overall, it appears likely that while levels of psychological problems may be elevated 
in asylum-seeking children compared to other populations, these children may also 
have strengths not shared with their peers. The research literature warns against 
attributing difficulties experienced by asylum-seeking children to previous exposure 
to traumatic events without considering current circumstances. 
Nonetheless, it is probable that undiagnosed impairments affect some asylum-
seeking children, and these are likely to become more evident as children settle and 
become more embedded in the communities in which they live.  

Children with the most complex needs 
The standard of service expected for children with complex needs is described by 
Standard 8 of the National Service Framework for children, young people and 
maternity services: 
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‘Children and young people who are disabled or who have complex health 
needs receive coordinated, high-quality and family-centred services which are 
based on assessed needs, which promote social inclusion, and, where 
possible, which enable them and their families to live ordinary lives’ (DH 2004 
p 5). 

While this outcome does not differ from outcomes expected by other families with 
disabled children, complexity, whether defined by the child’s impairment or the 
service response, places a greater premium on effective collaboration between 
agencies and in particular close attention to children’s capacity to participate in 
decision-making. Transitional arrangements are crucial, as children with the most 
complex needs are also the children who face the greatest threat of lengthy, 
sometimes lifelong institutionalisation.  
 
Interpreting and summarising the evidence base on children with complex needs is, 
however, challenging due to different and over-lapping definitions, which may be 
based on the extent or nature of the impairment or a multiplicity of needs. 

Children living away from home 
A large volume of rich narrative information, including the testimony of children 
themselves, helps illuminate the day to day lives of disabled children living away 
from home. While children living away from home have a range of impairments, the 
‘typical’ child attending a 52-week residential school is male, in their mid-teens, 
diagnosed with a persistent developmental disorder, primarily autism, has at least 
one additional disability and behaviours that challenge both parents and staff (McGill 
et al 2006).  
 
While the evidence base identifies a wide range of difficulties with communal care 
away from home, it should be noted that many children and many parents speak 
highly of this form of provision. However, while we know what many parents and 
young people think about residential provision, few studies have examined the long 
term outcomes associated with this kind of provision. 

Summary 
Despite the difficulties listed, we have a substantial database on the demography of 
disabled children in England. The evidence base in relation to the specific groups 
discussed here is, however, limited. With the exception of disabled asylum-seeking 
children, where evidence of any kind is largely absent, the research base for the 
other groups under discussion is predominantly based on user views (both parents 
and children), surveys and professional opinions. While these are all indispensable 
sources of information, more high quality outcome studies are required to give us 
greater confidence that the strategies recommended in both policy and professional 
guidance will achieve the outcomes intended. 
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4. What do service users and providers tell us 
about what works? 
The experiences of parents and carers and those providing services to children and 
their families have much to add to our knowledge of ‘what works’. Service users and 
providers contribute to much of the research evidence presented in subsequent 
sections. However, it is important to remember that this section is drawn from group 
discussions with parents and carers and separately with local service providers, to 
discuss key issues affecting children’s learning in the early years. It is therefore 
based on their experiences and opinions rather than the research evidence on which 
the rest of this review is based. 
 
Stakeholder views were gathered and summarised through a Parents and Carers 
Panel, two focus groups and an email consultation with disabled children and young 
people and a series of knowledge workshops that were held to discuss the findings 
that emerged from the C4EO Disability Research Review #6 (Newman 2009). 
Composition of the delegates is described in Appendix 6. 
 
The key messages emerging from this dialogue were: 
 
Parents and carers want the needs of families to be assessed holistically, with 
environmental factors, such as poverty and poor housing, to be addressed alongside 
the child’s impairment. 
Young people want more choices, more freedom and more protection for children in 
residential settings. 

Professionals need more detailed information on minority groups that is collected 
sensitively and purposively. 

Views from parents and carers 
As with carers of any group of disabled children, the research literature on parental 
views primarily means maternal views. The Parents and Carers Panel comprised 19 
parents of disabled children, four fathers and 15 mothers. Feedback from parents on 
the review findings replicated this lack of balance. Of the 12 substantive comments 
made by parents summarised below, only three were from fathers. 
 
General comments made by parents include: 
 
“… the most significant disadvantage to children from a BME background is poverty 
and the things associated with it…if there are shown to be higher rates of particular 
disabilities in particular ethnic groupings, then less time should be spent searching 
for the reasons for this, and more actually identifying the children in question and 
supporting the families.” (Mother, SW England) 
 
• A greater focus is needed on person-centred planning which can trigger 

appropriate provision for individuals, matching choice and control with support 
and challenge. 
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• There is a need to extend and improve workforce training – adequate provision 
needs to be made for disabled children’s environments. 

• Some problems of poverty could be eased if families had more support in 
claiming all their entitlements. Benefit forms, especially DLA forms are long and 
complicated, especially for those whose command of English is weak. 

• Poor housing and other factors associated with poverty are major challenges for 
many BME families 

 “They [BME families] firstly need to understand the choices they are being given and 
the context within which they are operating and need to be given confidence that 
their views will make a difference to outcomes.” (Mother, West Midlands) 
 
Parents’ views on how support and services to disabled children with additional 
needs could be improved included: 
 
“There should be a nationally consistent approach to definitions of disability, for 
example, the definition of complex needs should be crystal clear. It is impossible to 
plan without such a definition and the suspicion has to be that it is unclear so that 
funding gatekeeping can continue – look at the extraordinary lottery in PCTs funding 
of continuing health care using a woolly definition from the Department of Health.”  
(Father, Eastern England) 
 
• The Department of Work and Pensions needs to transform its DLA decision- 

making process with respect to people with learning disabilities. Current 
gatekeeping practice adds to the stresses and challenges faced by parents and 
carers. 

• Better training of staff is required so that they are in a position to deliver the kind 
of support needed. There are far too few specialists in mainstream schools and 
not enough consistency in the number and availability of special schools. 

• All families need an effective and accountable key worker who is accountable to 
services and can’t just say ‘that’s not my field’. If they work in education they 
need to be trained in health issues. If agencies went to the key worker first for 
information instead of the parent that would relieve pressure from the parent to 
repeat information again and again. 

• Children and their families need to participate in service design and monitoring. 
“I think things are changing. Previously I feel services were only available if the 
needs of the child fitted neatly into a service provided whereas now I feel that some 
authorities are taking a far more creative and individualised approach to what they 
can provide.” (Mother, SW England) 

Views from children and young people 
While the number of young people consulted on the issues raised by this review was 
small (14), the views expressed have been replicated in other surveys of young 
disabled people (for example Morris 1998a and b). 
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Commenting on the general issues raised by the review, young people said 
(comments paraphrased by interviewer): 
 
• Parents, who know how to fight for their rights, get the services they need for 

their disabled child and those disabled young people tend to have better 
outcomes as a result. What about those whose parents do not do that or disabled 
young people in care?  

• More training for staff is needed – I was expelled from school because I had a fit 
and the staff did not know how to deal with it and were not prepared to support 
my additional requirements. 

• Special schools only show off the really ‘able’ students and invest less in those 
with complex requirements. 

• I was hidden from school visitors at my special school because of my behavioural 
problems. I was told I was “too disabled to be in the public eye”. [Incident 
occurred at a special school in 1999.] 

In relation to the specific themes discussed in the review, young people commented, 
(as above, comments paraphrased by interviewer): 
BME and asylum-seeking families: 
• Families from certain cultures may find it more difficult to accept disability within 

the family. It may be seen as something to hide or feel shame around and would 
be the norm to look after disabled children within the home. More outreach and 
education around disability may help this and looking to find outreach workers 
with community knowledge or from that community would be preferable. 

• It may also be the case that, in their culture, they see looking after family 
members themselves as their sole responsibility. If they are not informed of 
services, then they are unlikely to ask for assistance. 

• If English is spoken as a second language, this will have a large impact on 
service access and provision. Families may well be less informed on what is on 
offer. 

• It should not be assumed that distressed behaviour by asylum seekers is due to 
their previous experiences – it is more likely to be connected to poor housing, 
nutrition, health and poverty in the UK. Another issue to consider is pre-existing 
mental health problems. Those arriving in the UK may not know how to approach 
external services for support. 

Children with complex needs: 
• Services see our impairments prior to seeing what kind of people we are. This is 

not a good thing. We feel limited in the amount of choices we are allowed to 
make and more often than not an adult will make choices on our behalf. We wish 
our parents were more supported to understand our needs and allow us more 
freedom of choice. Services can help address this. 

• Young people with communication impairments are less likely to be consulted 
adequately about the care they receive. Some of this is down to the time that staff 
have and training requirements. 

• Having a good key worker and system in place is very important. 
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• We want more opportunities to do social activities and for transport to be more 
accessible for wheelchair users. With regard to travelling by train and tube, not all 
of us can access this form of transport at all. 

• We agree with the recommendations of what services needed to do, in particular 
the need of staff to have effective leadership, develop partnerships with children 
and families and make sure things are clear and that timescales are too. 

Living away from home: 
• Decisions to be placed at residential school should be based on children’s needs 

and their choice. Distant remote locations cause more dissatisfaction. 
• Children in residential care often feel that their views are explored less and less 

respected. Some are lucky because at least they had verbal communication and 
could represent and defend themselves, whereas those without verbal 
communication had little or no choices and were totally reliant on staff. In a 
residential setting, this was exploited sometimes. Staff can be open to abusing 
their power. Children can feel harassed, bullied and silenced by staff when 
raising some issues within a residential setting. 

• There are many disabled young people with complex impairments who never 
have the opportunity to complain or highlight possible abuse and parents are 
none the wiser to any problems. The remote nature that typifies these settings 
compounds the concern. 

• Expectations are low for disabled young people in education. Any child that is 
academically gifted will suffer educationally in such an environment. Segregated 
education sets the standards low. Many children find themselves at the end of 
their education in a perpetual state of college courses that are basic to say the 
least. They are not provided with skills for jobs, as it is not expected that they will 
ever get jobs. Colleges can merely serve as a holding pen for disabled people. 

Views from service providers 
A total of 170 delegates attended the knowledge workshops. Service providers were 
asked to consider three questions. Their answers are summarised below, clustered 
in the most frequent occurring themes: 

What are the key strategic issues and challenges that need addressing in 
order to ensure that disability services are sufficiently differentiated to meet 
diverse needs? 
Invisibility: There is a problem acquiring data on many BME and also traveller 
families. The feeling on the ground is that the numbers known are too low. Where 
information on different groups of disbled children and young people is collected, this 
is often done in different ways, making it difficult to get a complete picture. There is 
also a tension between the need to collect data on minority groups to justify funding 
and the perception that this process may be stigmatising for the communities 
involved. 
Gender: Asian communities are perceived to be dominated by men – there are 
problems in communicating with mothers, who are in most cases the primary carers. 
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Location: Rural areas, with very small numbers of BME families, pose considerable 
problems when responding to differentiated cultural need. 
Coordination: Families need access to a range of services, including social 
activities, mental health, disability and transport that cross departmental boundaries, 
especially the interface between child and adults services. 
Definitions: Need for more commonly understood definitions, especially of complex 
needs and inclusion, to facilitate easier referral and pathways routes. 

Skills: There are challenges to be met in workforce development to ensure that 
diverse communities are served better – especially traveller communities. 

Keyworking: Policies and practice are inconsistent across local authorities and 
children’s trusts. 
Consultation: There is a need to develop imaginative ways of consulting with 
families so that real and genuine partnerships are developed with marginalised 
groups. 
Transition: Young adults leaving residential care require independence skills, a re-
integration into family and community and often have health needs that require 
attention. 
What opportunities, levers or linkages are available to make a major impact on 
this issue? 
Families: Effective partnership with families – both children and parents – through 
discussion and listening to views, including the views of those with communication 
problems. Parents can be highly effective at stimulating action through direct 
contacts with PCTs and Children’s Trusts. However, much broader parental 
representation is needed, especially from marginalised groups. 

Primary care trusts: Increasing involvement in planning is having positive results. 
Best engagement is reported where co-located services, service integration and 
shared budgets arrangements have been achieved. 

Children’s trusts: Commissioning through trusts will require different thinking from 
providers about how money is spent. 
Schools: Developing schools as community resources. 

Palliative care: Needs analyses being carried out to inform commissioning. 

Local Area Agreements: Offer opportunities for developing more effective services 
for disabled children. 

Individualised budgets: Provides creative opportunities though availability of staff 
and conditions of employment are challenging issues. The model can be extended to 
education.  

Legislation: Disability Equality Duty, The Disability Discrimination Act and Aiming 
High for Disabled Children all place duties on public authorities to respond to the 
needs of disabled people – effective partnership with parents and children can 
ensure these duties are carried out conscientiously. 

Early Years: The early years programme model is effective and well-liked by 
parents. 
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What examples of effective practice can you share? 
• Peripatetic teachers for traveller families 
• Cross-agency initiatives to prevent school exclusions 
• Working with PCTs on joint reviews 
• Team Around the Child virtual colleges 
• Training for parents 
• Developing direct payment schemes with minority ethnic communities 
• Utilising and harnessing involvement and support of voluntary sector 
• Screening tool for social model of disability 
• Consultation with disabled children on their experience of services using non-

verbal symbols (see: www.askability.org.uk ) 
• Nurses, (joint funded by health, education and social care), to train other staff in 

administering some medication – offered to transport staff and extended schools 
• Local religious leaders working with nurses to encourage uptake of services 
• Independent living transport schemes – helping young people get around 

independently. 

Given the wide range of issues discussed, and the relatively small number of 
stakeholders consulted, no claim is made that the preceding comments fully 
represent the highly diverse populations discussed in this review. However, while 
some issues attract more attention than others, consensus is more marked than 
disagreement both between and within stakeholder groups.

http://www.askability.org.uk/�
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5. What do we know about the profile of disabled 
children in England? 
 
Key messages 
 
• Boys significantly outnumber girls in the overall population of disabled children. 
• All data sets report lower numbers of disabled children in the under-five age 

group – the main ‘bulge’ is at 12 to 15 years. 
• Some BME groups are affected by higher – and some lower – types of 

impairment. 
• The average number of disabled children in a local authority area, as a 

percentage of the whole child population, is between three per cent and 5.4 per 
cent. 

• The highest percentage of children with SEN statements is in Traveller and Roma 
communities; the lowest in pupils of Chinese origin. 

• Poverty is reported to have a stronger effect on the likelihood of a child receiving 
an SEN statement than ethnic status. 

 
This section focuses on what we know of the demographic profile of disabled 
children and young people by age, gender and BME status, using data from five key 
contemporary sources (DfES 2006; Lindsay et al 2006; Read et al 2007; DCSF 
2008a; Mooney et al 2008 – all England). The section has a particular focus of 
children from BME backgrounds and sheds some light on the relationship between 
BME status and assessment of SEN.  
Tables from these data sources are provided in Appendix 4, which gives a general 
overview of the profile of disabled children and young people in England, focusing on 
socioeconomic status, access to support and outcomes.  

Overall profile of disabled children in England 
An analysis of disabled children in England funded by the Economic and Social 
Research Council (ESRC) (Read et al 2007) identified 37 different datasets where 
information on the prevalence and profile of disabled children might be located. 
Datasets were reviewed in relation to their ability both to generate useful prevalence 
estimates of childhood disability and to capture important characteristics of disabled 
children’s lives. The differing definitions of impairment used in the studies were 
evaluated. The prevalence and profile of disabled children vary according to the 
definition employed. The most common definition used in government surveys is that 
of longstanding and limiting longstanding illness (LSI/LLSI). Some surveys, notably 
the Family Resources Survey (FRS) (DWP 2005, 2006) and the Labour Force 
Survey (LFS) (ONS 2005), have used a definition of disability derived from the DDA. 
The FRS is currently the only major data source able to provide DDA-defined 
prevalence figures across the age range 0 to 15 years while the LFS is capable of 
providing these and other data on 16- to 19-year-olds. 
 
While LLSI is a more useful definition in that it can identify whether or not a LSI limits 
a child’s activities or lifestyle, the extent and nature of any limitation cannot be fully 
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captured. The only main government survey to collect any information pertaining to 
extent of disability is the General Household Survey (GHS). The GHS asks 
respondents to report on whether their children’s activities are ‘limited’ or ‘strongly 
limited’ by an illness or disability. 
 
In 2007, the Thomas Coram Research Unit (TCRU) surveyed all Directors of 
Children’s Services in England to establish the numbers and characteristics of 
disabled children and the services provided to them (Mooney et al 2008). The 
response rate was 77 per cent (n=150). The report concluded that the number of 
disabled children in England was between 288,000 and 513,000 with an average 
percentage reported by local authorities of between 3.0 per cent and 5.4 per cent. In 
any individual local authority, it was suggested that the most accurate figure would 
fall somewhere between the total numbers of children with a SEN statement and 
those in receipt of Disability Living Allowance (DLA).   
 
While the percentages of disabled children by ethnic group fairly closely match the 
population by ethnicity in the 2001 Census, the numbers of BME children reported by 
local authorities in the TCRU survey are greater than expected, especially for the 
Black group. This figure is similar to that in the 2005 Children in Need Census (DfES 
2006), where disabled children comprised 15 per cent of all children in need. It 
should be noted that the 2001 Census figure includes all children in England; the 
other three data sources in Table 2 only include those disabled children who have 
been identified as such and are in contact with statutory services. The figures 
illustrate (a) the large gender bias towards males and (b) the increase in prevalence 
associated with age. 

Age 
Tables 1 and 2 present numbers of disabled children by age bands, the data being 
drawn from five surveys carried out between 2001 and 2008. 
 
Table 1. Family Resources Survey 2004/05 

Children with DDA-defined disability Number % 
Age 
0–4  
5–11  
12–15  
16–18  

 
129,074 
409,862 
302,485 
111,320 

 
3.7 
8.2 
9.5 
8.5 

Source: Adapted from Read et al 2007 p 48 

 
Table 2. Multiple surveys of disabled children 2001–2008 (%) 

 Thomas Coram 
Research Unit 
survey 2008 

Children in Need 
Census 2005 

SEN statements 
2007 

Census 2001 

Age 
  0–4 
  5–11 
  12–18 

 
 8 
43 
49 

 
10 
38 
52 

 
 4 
36 
61 

 
25 
38 
37 
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Source: Mooney et al 2008 p 47 
 
As noted above, surveys of different populations carried out for different purposes 
will produce different results. The most notable variation is the much higher 
percentage of disabled children under five years of age identified in the 2001 
Census. This may be seen as a more reliable figure than the others as the other 
datasets are concerned with service eligibility rather than population prevalence. A 
post 12 years of age bulge is a feature of all these other datasets. 

Gender 
Figures in Tables 3 and 4, from the same five data sources, illustrate the large male–
female disparity. 
 
Table 3. Family Resources Survey 2004/05 

Children with DDA-defined disability Number % 
Sex 
 Boys 
 Girls 

 
583,278 
369,463 

 
8.8 
5.8 

Source: Adapted from Read et al 2007 p 48 
 
Table 4. Multiple surveys of disabled children 2001–2008 (%) 

 Thomas Coram 
Research Unit 
survey 2008 

Children in Need 
Census 2005 

SEN statements 
2007 

Census 2001 

Gender 
  Male  
  Female 

 
69 
32 

 
65 
35 

 
73 
27 

 
51 
49 

Source: Mooney et al 2008 p 47 
 
The predominance of boys over girls is again more notable in the datasets that 
concern service eligibility and use rather than population prevalence. 

Ethnic status3

The fourth national survey of children in need (DfES 2006) was conducted in 
February 2005. The survey included all children in need with whom the 150 local 
authorities in England were in contact during the Census week, as illustrated in 
Table 5. 

 

 

                                            
 
3 All ethnic categories used in this section are the terms used in the reports cited. 
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Table 5. Distribution of children in need: by ethnic category and disability 

Ethnic 
group 

Disabled children 
no.          % 

Non-disabled children 
no.               % 

Total children in need  
no. 

White 27,700     16 145,300        84 172,900 
Mixed   1,300     10 11,900          90  13,200 
Asian  2,100     23 6,900            77   9,000 
Black  1,600     10 14,300          90  15,900 
Other    480      10 4,300            90   4,800 
Not stated    970        5 17,800          95  18,800 
Total 34,100     15 200,500        85 234,700 

Source: DfES 2006 
 
These figures appear to illustrate substantial variations in the prevalence of disability 
in some ethnic groups, especially Asian children. However, it is important to note that 
these figures represent reported service use, not population prevalence.   
 
A Statistical First Release (SFR) (DCSF 2008a) brought together information on 
pupils with SEN in England. In January 2008, 17 in every 1,000 white pupils and a 
similar number for pupils of mixed ethnic origin had statements of SEN in primary 
schools. For black pupils the figure was 19 in every 1,000. In secondary schools, 21 
in every 1,000 pupils had statements. These figures were similar to those in all 
ethnic categories.  
 
The proportion of pupils with statemented SEN was greatest among Travellers of 
Irish Heritage (around 29 per 1,000 in primary schools and 66 per 1,000 in 
secondary schools) and Gypsy/Roma (around 25 per 1,000 in primary schools and 
61 per 1,000 in secondary schools) groups. In both primary and secondary schools, 
the lowest occurrence of SEN (with and without statements) was generally found in 
pupils of Chinese ethnic origin and Asian ethnic origin. However, the report 
recommends caution in interpreting these data due to the small numbers involved.  
 
A study on SEN and ethnicity (Lindsay et al 2006) examined the over- and under-
representation of pupils from BME groups by different impairment diagnosis. This 
study conducted an analysis of the 2005 Pupil Level Annual School Census 
(PLASC) data comprising 6.5 million pupils in maintained schools. There was clear 
evidence of over- and under-representation of some minority ethnic groups among 
the SEN group in general and among some categories of SEN. While differentiation 
by ethnic groups on grounds of poverty is well supported, both Lindsay et al (2006) 
and Read et al (2007) conclude that when socioeconomic status and gender are 
taken into account, variation in prevalence between ethnic groups is a less 
prominent factor, as illustrated in Figure 1. 
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Figure 1. Overall SEN rate: comparison of odds ratios for each ethnic group 
before and after adjusting for other pupil background factors4

 
 

  Source: Lindsay et al 2006 p 34 
 
This figure illustrates the odds ratio of each ethnic group being categorised as having 
SEN, after adjusting for ethnic group, gender, year group, free school meals (FSM) 
and the Income Deprivation Affecting Children Index (IDACI). The comparison is with 
a benchmark of 1.0 for White British children. The greatest risk for assessment of 
SEN is experienced by Irish and Roma Traveller children, followed by black children. 
The study concluded that poverty and gender have stronger associations than 
ethnicity with overall prevalence of SEN and of certain categories of SEN. However, 
after controlling for these variables, significant over- and under-representation of 
different minority ethnic groups relative to White British pupils remain. The nature 
and degree of these differences vary across category of SEN and minority ethnic 
group. These ratios are illustrated in Table 6, with each figure being a comparison to 
a White British base of 1.0. 
 

                                            
 
4 The y-axis has been capped so 3 indicates an odds ratio of at least 3:1. 
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Table 6.  Differences in odds ratios of SEN prevalence and SEN 
subcategory prevalence: by ethnic group (base: White British)  
 

Source: Lindsay et al 2006; table created from data given on pp 40–41 

 

The reason for the variation in prevalence rates of impairment types between ethnic 
groups is a contested area. A range of mechanisms have been suggested, including 
varying access to healthcare, referral mechanisms and diagnostic procedures, 
genetic and cultural factors, erroneous identification of language problems with 
learning disability, institutional racism, bullying and teacher attitudes. However, the 
lack of consistent patterns indicates that causal factors will differ both in type and in 
effect size and that we should be cautious in attributing over- or under-representation 
in particular SEN categories to ethnic group membership alone. 
 

Ethnic group SEN MLD SLD PMLD SpLD BESD ASD HI PD VI SLCN 
Traveller 

 
2.5 3.3 2.0  2.0 1.7 0.19     

Traveller 
 

2.5 3.5 1.5 2.4   0.38 2.0    

Mixed White 
Caribbean 

0.93     1.5      

Indian 0.50     <1.0      
Pakistani    2.4 0.36 0.29 0.46 2.5  2.

 
 

Bangladeshi 0.48 0.51   0.43 0.18 0.39 1.7 0.58   
Other Asian 0.50     <1.0      
Black African 0.63 0.47   0.47 0.60   0.63   
Black 

 
1.1     1.5      

Black Other  0.60       0.60 0.
 

 

Chinese 0.54 0.30   0.29 0.38   0.37  2.2 
KEY: 
SEN Special educational needs HI Hearing impairment 
MLD Moderate learning difficulties PD Physical difficulties 
SLD Severe learning difficulties VI Visual impairment 
PMLD Profound and multiple learning 

difficulties 
SLCN Speech, language and  

 
needs 

SpLD Specific learning difficulties   
BESD Behavioural, emotional and 

  
difficulties 

  

ASD Autistic spectrum disorder   
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6. What does the literature tell us about the 
specific additional needs of particular groups of 
disabled children?  
 
Key messages 
Children from BME backgrounds 
• While children from some BME backgrounds will have additional needs arising 

from bio-genetic or cultural factors, differentiation in need is more usually 
associated with multiple disadvantage. 

• Accurate identification of need may require sensitive and detailed assessment 
rather than a reliance on parental self-reports. 

• Outcome studies are largely missing from the research literature. 
Children from asylum-seeking families 
• In the absence of any relevant research literature, the main need is for 

information on numbers and circumstances of disabled children from asylum-
seeking families. 

• Psychological disorders affecting asylum-seeking children should not be routinely 
attributed to past experiences – current circumstances should be considered first. 

• Protective factors are likely to be based on processes highlighted by the research 
literature on resilience. 

Children with very complex needs 
• Additional needs are likely to be based on the extent or rarity of the child’s 

impairment and the corresponding social barriers. 
• Identification of need will require a coordinated and multi-agency response. 
• Outcome studies are largely absent from the literature – the main source of data 

is parental views. 
Children living away from home (excluding looked-after children) 
• Many children living away from home are also children with complex needs. They 

are disproportionately male and will often be affected by additional emotional and 
behavioural disorders. 

• While additional needs may vary, communication barriers will often need to be 
overcome to ensure needs are accurately identified and met. 

• Little data exists on outcomes making it difficult to reach conclusions about which 
kinds of provision offer the most significant advantages. 

 
This section of the review examines what the literature tells us about the specific 
additional needs of disabled children from BME backgrounds, those from asylum-
seeking families, those with the most complex needs, and those living away from 
home (excluding looked-after children). It also looks at how these needs are 
identified and what evidence there is of different outcomes for these different groups. 
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Children from BME backgrounds 
Summary 
This subsection draws on data from 29 studies, all from the UK. The studies primarily 
involve surveys, and most use convenience samples, that is, samples not selected 
systematically. There is a substantial body of research identifying additional 
difficulties affecting some BME groups, including poor health, higher prevalence of 
certain impairments and multiple disadvantage. However, the research base is (a) 
stronger on problems than on needs (b) disproportionately focused on learning 
disability and (c) mainly concerned with Muslim South Asian populations. Recent 
good practice on the assessment of need is available, but outcome studies based on 
intervention research are largely absent from the literature reviewed. 

Additional needs – what are they? 

Our discussion of demography has highlighted the need for caution when attributing 
a particular level or type of disadvantage to BME status alone. Nonetheless, some 
illnesses and impairments disproportionately affect many of England’s minority 
ethnic groups. These disparities include impairments of genetic origin, notably 
thalassaemia and sickle cell disorders, severe learning disabilities resulting from 
consanguinity (where a child’s parents are related, most commonly first cousins) and 
those associated with low birth weight. The prevalence of sickle cell disorders and 
thalassaemia among sections of the African, Mediterranean, Middle Eastern, African 
Caribbean and Asian communities is higher than the prevalence of the genetic 
disorders cystic fibrosis and phenylketonuria among White populations. Despite this, 
services for BME children affected by genetic disorders have been historically less 
well-developed (Ahmad and Atkin 1996). Studies comparing disabling conditions in 
children from different ethnic groups have consistently noted higher prevalence  
of some disabilities in Pakistani communities (Morton et al 2002), as illustrated in 
Table 7.  
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Table 7. Prevalence of categories of disability for different ethnic groups 
Group Number observed Estimated prevalence per 

1,000 population 
Severe learning disability 
  Mixed group5

  Indian 
 

  Pakistani 

 
42 
 7 
27 

 
3.38 
1.99 
9.91 

Severe and profound hearing loss 
  Mixed group 
  Indian 
  Pakistani 

 
 8 
 1 
10 

 
0.64 
0.29 
3.27 

Partially sighted or registered blind 
  Mixed group 
  Indian 
  Pakistani 

 
 4 
 1 
 4 

 
0.32 
0.29 
1.47 

Language disorder 
  Mixed group 
  Indian 
  Pakistani 

 
57 
 8 
 5 

 
4.58 
2.28 
1.84 

Autism 
  Mixed group 
  Indian 
  Pakistani 

 
 9 
 2 
 7 

 
0.72 
0.57 
2.57 

Cerebral palsy 
  Mixed group 
  Indian 
  Pakistani 

 
27 
 2 
 7 

 
2.17 
1.57 
2.57 

Source: Morton et al 2002 p 89 
 
These disparities, particularly notable in the case of severe learning disability, have 
been attributed to the greater likelihood of first-cousin marriage within Pakistani 
communities, though it should be noted that the effect size of consanguinity appears 
similar to that of childbirth post-40 years, an increasingly common choice for the 
general population of women. The impact of consanguinity (where a child’s parents 
are related, most commonly first cousins) on the prevalence of neuro-disability 
appears considerable (Morton et al 2002.) This secondary analysis of data from 
South Derbyshire child health records concluded that Pakistani children showed a 
higher prevalence than the other groups of severe learning disorder, severe and 
profound hearing loss and severe visual problems. They also had a slightly 
increased prevalence of autism and cerebral palsy. Conversely, they showed a lower 
prevalence of language disorder. Disability scores for Pakistani children were higher 
than for other groups. Genetic disease causing disability was 10 times more 
common in the Pakistani children than other ethnic groups. 
 
Babies born to mothers from the Indian subcontinent have lower mean birth weights 
compared to the general population, a trend that has persisted through several post-
migration generations. This substantially increases the risk factors for developmental 
delay, diabetes and heart disease. Children of East African migrants of Indian origin, 
and Sikhs, appear the most vulnerable; Muslim mothers less so. A retrospective 
cohort study of 2,395 full-term births concluded that for babies born either in the UK 

                                            
 
5 The ‘mixed group’ was 95 per cent of European origin. 
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or India to Indian mothers, there was no trend over time in increased average birth 
weight in either first- or second-generation babies (Margetts et al 2002). Adjusting for 
other factors that were statistically significantly related to birth weight did not alter the 
trends. For babies with mothers who derive from the Indian subcontinent, average 
birth weight is significantly less than the national average. There has not been any 
increase in the average birth weight over the past 40 years and the birth weight of 
babies of women who were born in the UK are no greater. The persistence of lower-
than-desirable birth weight may result in the long term in higher than average rates 
of diabetes and heart disease in these groups. 
 
“There should be explicit mention of person-centred planning and thinking for all 
children and young people… this would then produce reports, plans and review 
assessments which would then trigger appropriate provision for each individual 
matching choice and control with support and challenge.” (Father) 
 
Other illnesses and impairments disproportionately impacting on BME communities 
are of more contested causality. Substantially higher representation of adolescents 
with diagnosed psychotic disorders has been noted in psychiatric inpatient settings 
(Tolmac and Hodes 2004), though the frequent presence of recent migrants and 
refugees among this population suggests a strong environmental trigger. While Black 
children suffer disproportionately from school exclusion, little ethnic group difference 
has been found in the functioning of children receiving special education (Bickerton 
et al 1995). 
 
The presence of high levels of poverty is one of a number of factors that have been 
identified as consistently differentiating the needs of children from some BME 
backgrounds. When measures of child poverty, such as entitlement to FSM and 
income deprivation, are analysed by ethnicity, clear differences emerge between 
ethnic groups. Particular disadvantages accrue to children of Bangladeshi 
background, along with children from Irish Traveller and Roma communities, as 
illustrated in Table 8. 
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Table 8. Socioeconomic disadvantage: by ethnic group (all children) 
 
Ethnic group Free School Meals 

(FSM) (%) 
Income Deprivation Affecting 
Children Index (mean score) 

White British 14.1 -0.11 
White Irish 20.5 0.13 
Traveller of Irish heritage 64.8 0.59 
Gypsy/Roma 50.8 0.29 
White other groups 21.3 0.14 
Mixed White and Black African 28.8 0.43 
Caribbean 32.8 0.51 
Mixed White and Asian 19.1 -0.03 
Any other mixed background 24.1 0.25 
Indian 11.9 0.15 
Pakistani 33.8 0.67 
Bangladeshi 47.1 1.08 
Any other Asian 21.2 0.29 
Black African 43.8 0.95 
Black Caribbean 30.0 0.85 
Black other groups 35.9 0.82 
Chinese 11.0 0.04 
Any other ethnic group 38.5 0.63 
Unclassified 16.8 -0.07 
TOTAL 16.8 0.00 
Source: Lindsay et al 2006 p 30 
 
The association between ethnicity and disadvantage is replicated in families with 
disabled children. Compared to the general population of disabled children and their 
families, families from South Asian communities in particular experience more 
material disadvantage, less awareness and use of specialist disability services and 
higher levels of physical and mental ill-health, particularly depression and anxiety 
(Hatton et al 2002, 2004). A number of studies have stressed the lack of any 
evidence base for the widely held belief that families, particularly those originating 
from the Indian subcontinent, enjoy higher levels of informal support; the converse, 
in fact, is a more noted finding (Shah 1995; Fazil et al 2002). 
 
The most common theme differentiating the needs of children from BME 
backgrounds and their families from white children is one of degree rather than type. 
The literature suggests that the needs of most families are essentially similar – it is 
the capacity and willingness of services to respond where the main point of 
differentiation lies. A comparison of the needs and circumstances of black (n=600) 
and white (n=1,000) families through surveys (Chamba et al 1999) reported that 
compared to white families, BME families were more disadvantaged, had higher 
levels of maternal unemployment, received lower levels of extended family support 
(notably Indian and African Caribbean families), received fewer short breaks and had 
higher levels of unmet need. Differentiation with white families lay not in the type of 
needs, which were similar, but the extent to which they were met. Half of white 
families reported four or more unmet needs while half of the BME families reported 
seven or more. The study concluded that major needs deficits for BME families were 
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help with learning, access to leisure and social events, help with communication, 
physical activities, learning about culture and religion, and emotional support.  
Nonetheless, cultural differences remain significant. For example, some parents from 
South Asian communities – and some young people –- express concerns about 
mixed-sex leisure facilities and a corresponding preference for single-sex facilities 
(Raghavan and Pawson 2009). 
 
Where linguistic, cultural and religious needs are accommodated, elements of good 
practice are defined in similar ways by both BME and white families, such as 
disclosure of impairment (Hatton et al 2003) or the organisation of short breaks 
(Flynn 2002). Black families have many of the same needs as white families; this 
requires correspondingly similar skills and competencies by workers (Chand and 
Thoburn 2005; Shared Care Network 2006 p 17). 
 
The additional needs of children from BME communities may originate in 
environmental, cultural, genetic or institutional factors. These factors, together with 
the individual circumstances of the family, are likely to interact with each other and 
exert different weights. What is clear from the literature is that regardless of its 
genesis, disadvantages for disabled BME children are compounded by the 
combination of ethnicity and impairment. Differentiation, however, is often more 
evident in the response to BME children’s needs than in the actual needs 
themselves. 
 
“In improving outcomes the information needs to be accessible. This will include the 
format – leaflet, verbal, visual and so on – and to include choices for the child as 
well. The information should be accessible in varying languages if possible.” 
(Mother) 
 
Similarly, while housing needs for all families with disabled children have common 
features, there are substantial disparities between the numbers of problems reported 
by parents in different communities (Beresford 2007), as illustrated in Table 9. 
 
 
Table 9.   Housing problems experienced by families with a disabled child (%) 

 
Problem area Black/African 

Caribbean 
Indian 

 
Pakistani/ 

Bangladeshi 
White 

 
Family space 64 57 77 53 
Size of toilet/bathroom 41 57 56 41 
No second toilet/bathroom 41 50 58 40 
Space to do therapies 40 38 48 37 
Location 39 28 38 38 
House condition (cold, damp) 31 37 45 24 
Lack of downstairs 
toilet/bathroom 24 32 40 32 

Access in and around the 
home 21 38 36 32 

Carer needs (lifting, handling) 26 26 26 31 
Space for storing equipment 27 31 31 19 
Safety inside  6  3  3   3 

Source: Beresford 2007 p 3 
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How are these needs identified? 

Both primary legislation and practice guidelines address additional requirements 
pertinent to the identification of need in BME communities. Disabled children are 
defined as ‘children in need’ by the Children Acts 1989 and 2004 (GB. Statutes 
1989; England and Wales. Statutes 2004); this legislation requires statutory 
authorities to have regard for children’s cultural and religious needs. Safeguarding 
children guidelines stress the need for effective linguistic communication in order to 
ascertain children’s wishes (Ofsted 2008). The identification of need and the removal 
of discriminatory barriers are mandated by the Disability Discrimination Acts 1995 
and 2005 (GB. Statutes 1995; England and Wales. Statutes 2005). The Race 
Relations (Amendment) Act 2000 (England and Wales. Statutes 2000) gives public 
authorities a duty to consult and monitor the impact of their policies on BME 
communities. Diversity matters (Simon 2006) is a guide that includes examples of 
successful projects, tips on what to look for when setting up and delivering a service, 
possible challenges, common experiences that have led to success, practical 
suggestions, summaries of key legislation and policy with implications for practice 
and a list of useful resources and references. 
 
“I support the need to extend and improve workforce training. I believe strongly that 
adequate provision needs to be made for disabled children’s environments.” 
(Mother) 
 
“Effective planning and training of staff are required so that they are in the position to 
deliver the support they need.” (Mother) 
 
The last decade has seen an increasing number of studies that have explored the 
views and needs of both BME children and young people and their parents. While 
the skewed distribution of BME communities in England and wide variation within 
and between these communities renders generalisations both unreliable and 
inadvisable, the literature does contain certain common themes. A frequent finding is 
the difficulty caused by the unavailability of resources in a language or format that all 
families can understand. This has been noted in relation to Early Support materials 
(Temple et al 2008), information about services (Hatton et al 1998) and staff (Sim 
and Bowes 2005). This has often resulted in families, rather than services, being 
perceived as ‘hard to reach’. A failure not just to understand, but also to value the 
ways in which some BME communities may conceive of, and respond to, disability 
may leave parents feeling misunderstood and unsupported (Croot et al 2008). 
 
“I do feel that if some authorities spent more time on ensuring that all families, 
whatever their background, had the help and support necessary to claim their full 
entitlements then some of the problems with poverty would at least be eased. Benefit 
forms, and especially DLA forms are long and complicated, especially if your 
understanding of English is weak. Many of these families may not even be aware of 
what they can claim.” (Mother) 
 
“As well as decision-making, they need to be offered appropriate cultural choices 
too. Services also need to take into account cultural backgrounds and practices.” 
(Mother) 
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An inability to accommodate the needs and perspectives of BME communities is not 
confined to the statutory service sector; deaf communities, in promoting the value of 
deaf culture, may simultaneously diminish the importance of ethnic identity. Group 
(n=14) and individual (n=27) interviews with young Asian deaf people (mean age 
15.7 years) to explore how they engaged with services concluded that the welfare 
state exerts a form of social control over them by privileging spoken over sign 
language and Western norms over other cultural values. Young Asian people have 
multiple identities and the marketing of a global ‘deaf’ identity, which demands a 
primary allegiance, may fail to accommodate religious and ethnic differences (Jones 
et al 2001). 
 
Difficulties in communication may also result in inaccurate and inappropriate 
diagnoses, for example misinterpreting frustration at being unable to communicate 
needs as challenging behaviour (Chung et al 1999). Lower levels of awareness, 
information, education and take-up of services are likely to be found in BME 
communities (Broomfield 2004).  
 
“The DWP needs to review and transform its DLA decision-making practice with 
regard to people with learning disabilities. The current practice is gatekeeping at its 
worst. Agencies should be supporting parents and carers not adding to the stresses 
and challenges they face.” (Father) 
 
Studies that have focused on interviewing young BME disabled people have found 
strong and positive ethnic identities but a high degree of consciousness of stigma 
and discrimination associated with their disabilities (Bignall and Butt 2000). Young 
BME people from South Asian communities describe the same limitations as other 
young disabled people, especially restricted social networks. Intergenerational 
changes in identity and behaviour are reported by the broader community, often 
manifested by a desire to maintain religious and cultural identity while also having a 
more independent European lifestyle (Azmi et al 1997).  

Is there evidence of different outcomes? 

Differences in outcomes may arise as a result of differences in expectations. Parents 
and young people may need to choose between specialist services for disabled BME 
children, which may offer greater cultural sensitivity, or the better resourcing typical 
of mainstream services. Similarly, models of service that stress independence, 
advocacy and disabled identity may require both parents and disabled children to 
conform to an ideology that may be at least partly alien to their perceived needs. A 
review on learning disabilities and ethnicity, commissioned by the Department of 
Health (Mir et al 2001), concluded that BME communities face substantial 
inequalities and discrimination in employment, education, health and social services. 
The higher prevalence of learning difficulties in some South Asian communities is 
linked to similarly high levels of material and social deprivation, poor access to 
maternal healthcare, mis-classification and higher rates of environmental or genetic 
risk factors. People with learning difficulties from BME communities may experience 
simultaneous disadvantage in relation to race, impairment and, for women, gender, 
compounded by negative professional stereotypes and attitudes. Empowerment, for 
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both parents and children, may require the facilitation of an ethnic-specific service or 
process, for example with respect to advocacy (Fazil et al 2004) or peer-group 
support (Bignall 2003). 
 
Overall, the literature identifies similar factors that are associated with positive 
outcomes for BME families, including: 
 
• an efficient, timely and linguistically appropriate disclosure process 
• a collaborative relationship between the family and the service, which recognises 

any cultural differences and uses these as a source of strength 
• strong links with support groups and other sources of informal support 
• specific targeting of BME communities 
• working with partnership organisations 
• workforce diversity and the provision of interpreting and translation services.  

 

Children in asylum-seeking families 
Summary 
This subsection draws on seven UK studies and one non-UK literature review. No 
study was located that discussed the situation of disabled refugee or asylum-seeking 
children, though a substantial literature base exists on refugee children affected by 
post-traumatic stress disorder (PTSD). 

Needs, identification and outcomes 

The only primary research studies associated with children in asylum-seeking 
families identified in the scoping review and reference harvest were concerned with 
mental health, primarily PTSD and other psychological disorders believed to result 
from exposure to traumatic events. No primary data on any other impairment from 
epidemiological, intervention or case studies was located. It is therefore not possible 
to discuss differentiated needs, needs identification and outcomes in any other than 
the broadest terms. The literature does not usually distinguish between refugees and 
children from families seeking asylum. 
 
While some studies (Tufnell 2003; Fazel and Stein 2005) and the one (non-UK) 
literature review (Lustig et al 2004) find higher levels of some psychological 
disorders in refugees and asylum-seeking children, the evidence largely comes from 
clinical inpatient samples or from assessments by teachers aware of the refugee 
status of the children. Some studies find equivalent rates of psychological disorder in 
control groups and some advantages for refugees over matched non-refugees 
(Hodes and Tolmac 2005). Overall, the longitudinal data we have indicate high levels 
of recovery. Protective factors are strongly related to opportunities to act positively, 
cultural continuity and maintenance or recovery of parental wellbeing (Hodes 2000; 
Kohli and Mather 2003). A strong critique of excessive use of PTSD diagnosis has 
been made, with some commentators expressing scepticism over its use and 
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suggesting that refugee children do not suffer long-term disadvantage compared to 
other populations (Rutter 2006). This view suggests that greater emphasis should be 
put on current disadvantage rather than past trauma. Teachers, in particular, should 
be careful not to attribute problems at school to possible PTSD without considering 
other precipitating causes.  
 
Although there is a growing awareness of the multiple sources of disadvantage and 
discrimination experienced by disabled people from minority ethnic communities, the 
particular experiences of disabled people in refugee and asylum-seeking 
communities have hitherto been overlooked. An overview of adult disabled asylum 
seekers and refugees in the UK (Roberts and Harris 2002) suggested that while 
there is no official source of data on the prevalence of impairments and chronic 
illness among refugees and asylum seekers in the UK, estimates range from 3 per 
cent to 10 per cent. With information provided by 44 refugee community groups and 
disability organisations, over 5,300 disabled refugees and asylum seekers were 
identified. While each person had a different story to tell, common themes emerged.  
 
Many people had unmet personal care needs and were struggling to cope in 
inappropriate and unsuitable housing. Isolation was a common experience, not only 
as a result of physical barriers to participating in everyday life, but also because of 
communication difficulties or separation from social and familial networks. Unmet 
communication needs were also prevalent. Accessing English lessons was difficult 
for some people, while others lost language skills following brain injuries and some 
struggled to acquire language skills through sign languages other than British Sign 
Language (BSL). A lack of understanding of communication, cultural and linguistic 
issues on the part of service providers sometimes compounded the problems 
experienced. A number of the disabled refugees and asylum seekers participating in 
the research were parents, all of whom experienced support needs in relation to their 
parenting role. The study acknowledged the absence of any data on disabled 
refugee children and urged future research to fill this gap. 
 
Though not based on primary data, some good practice guidelines (Simon 2006 p 
23) are offered for services working with disabled refugees or asylum seekers. 
 
Ensure that you and your colleagues know: 
 
• the language, ethnic and cultural group to which the child belongs 
• the services and benefits to which a disabled child is entitled 
• the child’s immigration status 
• whether the child would prefer support from someone who is the same gender 
• whether there is a staff member who has the same language or cultural heritage, 

and if not, where you might find such a person or gain the appropriate support – if 
the child is in agreement with this 

• that training is available that covers the context of where asylum seekers and 
refugees come from, what their needs are, and issues affecting disabled children 

• whether the children and young people on your caseload have a ‘hidden’ 
disability, such as a hearing or visual impairment. Medical intervention is costly in 
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some countries, and some children may hide impairments through fear of being 
different or adversely affecting their immigration status 

• if a disabled child has a communication impairment, then ensure that specific 
communication assistance is used if necessary. 

Children with the most complex needs 
Summary 
This subsection draws on 17 studies and reports, all bar one from the UK. It is not 
always clear what criteria are used to define a child as having ‘complex needs’. The 
most common approach is to locate ‘complexity’ in the response required; hence, 
much of the literature discusses complex needs in the context of case coordination 
or key worker services. As with the previous groups, outcome studies are notable by 
their absence and the material reviewed comprises either good practice guidelines or 
surveys of parental views. 

Additional needs – what are they? 

Children with complex needs may: 
• have severe and profound impairments (including sensory impairments) 
• have epilepsy 
• have an autistic spectrum disorder 
• present with behaviour that challenges carers and services 
• require a carefully coordinated multi-agency response. 

They may also need access to medical and nursing services, including 
physiotherapy, occupational therapy, speech and language therapy and orthopaedic 
services. Those who are technology dependent will require substantial additional 
support, including help to communicate their needs and wishes (DH 2001). Common 
medical technologies used at home include tube and intravenous nutrition, 
intravenous drug therapy, mechanical ventilation, colostomy and urethral 
catheterisation (Townsley et al 2004). 
 
In practice, the additional needs derived from ‘complexity’ are driven by the 
requirement of a child and their family for a response from a variety of services, 
hence the emphasis in the literature on the effectiveness of multi-agency operations. 
A recent study for the Scottish Government defined complex needs as “at least one 
intense service need…and at least two complicating factors” (Hirst et al 2009 p i). By 
definition, children with complex needs and their families are likely to be in contact 
with a multiplicity of services, including child health, education, social care, leisure 
and housing, delivered by both the statutory and non-statutory sectors. The inter-
agency assessment procedures resulting have been highlighted through the 
introduction of the Common Assessment Framework (Boddy et al 2006). 
Nonetheless, the location of the ‘complexity’ is disputed: 

‘Policy makers and professionals tend to use the word “complex health and 
support needs”, but it is not really people’s needs which are “complex”; rather 
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the systems and services they have to negotiate to get their needs met are 
complex’ (Morris 1999 p 7).  

From this perspective, some children need complex responses and hence it is the 
quality and structure of the support service, rather than the child’s impairment, which 
should be the focus of attention. 
 
Validated practice example: Ealing Service for Children with Additional Needs 
(ESCAN) 
 
What is it? ESCAN is a keyworker service for children with complex needs which 
joins up health, education and social care services to provide an integrated 
response. 
 
What does it do? Families are allocated a key worker who coordinates services and 
appointments, examines the family’s needs, makes Family Service Plans, helps 
families with the Early Support materials and monitors the outcomes. 
 
Why is it different? All services for disabled children are co-located on a central site, 
there is an information sharing agreement between services and a local website 
provides information on activities and support groups. 
 
What has it achieved? Better joint working has improved information sharing 
between professionals; evaluations report that parents are better supported, more 
knowledgeable, more involved in decision making and better informed. Only a small 
number of children have needed additional interventions by the social care team and 
there have been no re-referrals.6

 
 

The association of complex needs with service coordination has resulted in a 
number of approaches based on improving inter-agency cooperation. Some children 
and families require regular and frequent services over many years from a large 
number of professionals. Often, the task of rationalising services falls to parents, 
causing additional stress. The Team around the Child (TAC) is an approach to multi-
agency service coordination. In this model, the professionals who already work 
closely with the child and family agree to meet together regularly to share 
observations, to agree a joined-up service plan and to review progress. Each 
individual TAC has a Team Leader or TAC Facilitator who can be the child and 
family’s key worker or lead professional (Limbrick 2001).  

                                            
 
6 A case study example of this validated practice example is available on the C4EO 
website  

http://www.c4eo.org.uk/themes/disabledchildren/default.aspx?themeid=2&accesstypeid=1�
http://www.c4eo.org.uk/themes/disabledchildren/default.aspx?themeid=2&accesstypeid=1�
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Validated practice example: Nottinghamshire Children and Young People’s 
Partnership 
 
What is it? The Early Communication and Autism Partnership (ECAP) was 
developed from a pilot programme which responded to the increase in diagnoses of 
childhood autism Set up jointly by the statutory sector and Nottingham Regional 
Society for Adults and Children with Autism (NORSACA), it has received a positive 
evaluation in a three year study (Chandler et al 2002). 
 
What does it do? The core service carries out assessments followed by individual 
programmes based on weekly home visits, multi-agency parent workshops, advice 
booklets continuing support and training. 
 
Why is it different?  Key features of the programme and the perceived reason for its 
reported effectiveness are intensity of work, a highly specialised professional team 
and on-going access to expert advice. 
 
What has it achieved?  95 per cent of children using ECAP services enter 
mainstream Foundation Stage provision, their communication skills and social 
interaction have improved, staff in nursery and schools witness progress and parents 
report increased confidence. 
 
Parents remain the primary source of information about the needs of their children 
(Mencap 2001), though some studies recognise the primary role played by mothers 
and focus on the maternal perspective (Redmond and Richardson 2003). 
Differentiating between the needs of children with complex needs and other disabled 
children is not simple. Effective family support for all disabled children has similar 
features (Limbrick-Spencer 2000). Nonetheless, a small number of studies examine 
how the outcomes that might be desired by children with complex needs differ (and 
do not differ) from those desired by other children. While the large overlap between 
the needs of all disabled children remains the key feature, some differences emerge. 
Surveying children with complex health needs and their parents in 50 families 
through semi-structured interviews, one study found that many of the aspirations and 
outcomes described by parents and children were, in general, the same as those 
seen as important for non-disabled children, such as having friends and interests, 
acquiring self-care skills and future independence, feeling confident and respected 
by others, and experiencing success and achievement (Rabiee et al 2005). 
However, key differences emerged. For example, the ability to communicate is a 
priority for most children. While this is often taken for granted by non-disabled 
children, for many children with complex health needs, being comfortable and not in 
pain are the priority before other issues can be considered. 

How are these needs identified? 

Families of children with complex needs come into contact with many service 
providers on which they often depend during their child’s developing years. This 
places a premium on service coordination, which requires a systematic effort to 
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deliver family-centred services and partnerships between families and professionals, 
among professionals, and between agencies. This functional definition of complex 
needs is based on the recognition that, despite varying types and causes of 
impairments, the impacts of these conditions on children and their families have 
much in common.  
 
“There needs to be an effective key worker who is accountable to services and can’t 
just say ‘that’s not my field’. If they work in education they need to be trained in 
health issues. If agencies went to the key worker first for information instead of the 
parent that would relieve pressure from the parent to repeat information again and 
again.” (Mother) 
 
The issues faced by a child with complex needs are experienced by the whole 
family, not solely by the child themselves. This must be accommodated in the way 
services are structured and delivered. Service coordination through key workers is 
regarded as a crucial strategy for identifying and meeting the needs of children with 
complex needs and their families.  
 
The Care Co-ordination Network UK (CCNUK) defines a key worker as someone 
who is both the source of support for disabled children and young people and their 
families and a link by which other services are accessed and used effectively (Cavet 
2007). Key workers have responsibility for working together with the family and with 
professionals from services and for ensuring delivery of an inter-agency care plan for 
the child and the family. Research to date suggests that there is no particular 
profession whose members are best suited to act as key workers, and that systemic 
factors (such as effects of training, supervision and time allocation) have more of an 
effect on key workers’ effectiveness than their professional backgrounds. However, 
jobs that constrain a person’s ability to be a key worker include those where home 
visiting is likely to be difficult and those in which workers’ statutory responsibilities 
take precedence over their role as an advocate for the family.  
 
Priority populations for key worker services are children with complex or high levels 
of need who are likely to be in touch with a large number of services, those who are 
at transitional points or subject to diagnostic procedures and those who live in 
stressed or unsupportive environments. Specific benefits noted following the 
introduction of key worker services are: better relationships with services, better and 
quicker access to statutory and discretionary benefits, both financial and 
environmental, and reduced levels of stress. 
 
To summarise, English policy guidance (Cavet 2007 p 7) suggests that key workers 
should: 
• act as a single point of reference for information 
• help identify the needs of the child and family 
• regularly review support arrangements in the context of growing understanding of 

a child’s abilities and needs 
• have regular, long-term contact and continuity of support 
• be a means to coordinate support from different agencies 
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• provide personal or emotional support, sensitive to needs and family 
circumstances 

• help enable families to access and receive relevant services 
• help families to look forward to the child’s next stage of development and 

anticipate service needs 
• have a role in implementing the plan. 

Effective foundations of multi-agency work are not primarily bureaucratic – 
exchanges of friendship and support between individual professionals are crucial. A 
Canadian study (Law 2004) suggests that flexible management that minimises 
formal rules and guidelines is the most significant factor in facilitating inter-agency 
collaboration. 

Is there evidence of different outcomes? 

While this review excludes short-break services, it should be noted that, according to 
the fourth national survey of family-based short breaks, the second most common 
group of children waiting the longest for short-break services was children of any age 
with complex health needs, or moving and handling needs (Cramer and Carlin 
2008). This situation has changed little since the previous major study, which 
reported that the children most likely to be waiting for short-break services were 
those regarded as ‘hard to place’ because of their challenging behaviour or complex 
healthcare needs, including feeding by gastrostomy or nasogastric tubes, 
catheterisation or the administration of rectal diazepam for the control of epilepsy 
(Prewett 2000). 
 
Transition planning between child and adult services has been reported as suffering 
from inadequate commissioning, poor coordination of services and a failure properly 
to plan, which is resulting in anxiety, delays, multiple assessments and confusion. 
Young people with complex needs and their families are experiencing considerable 
difficulties when the young person reaches adulthood and moves from children’s 
services to adult services, though examples of positive practice have been identified 
(CSCI 2007 p vi), including personal advisers, partnership initiatives, effective use of 
information technology and transition planning panels. 
 
Does inter-agency working make a difference? The reality may be less impressive 
than the theory when the focus is not perceived to be on the family as a whole. In the 
largest recent survey into the impact of multi-agency working (Townsley et al 2004), 
while there was widespread agreement by parents on the positive impact of multi-
agency working, two-thirds of families saw the focus of services as being very much 
on the child, not the family unit and only a quarter felt that key workers were actually 
coordinating services. There was little evidence of relationships between key 
workers and children or of consultation between children and services. 
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Children living away from home (excluding looked-after 
children) 
Summary 
This subsection draws on 20 studies and reports, all from the UK, though several are 
based on the same studies. Only one outcome study was located. Apart from 
epidemiological studies, most material is based on interviews carried out in 
residential settings (rarely health service settings) with disabled young people of mid-
teenage years and older. Studies frequently fail to report the ages of all subjects and 
the sampling procedures; however, there is clearly a lack of data on the views of 
children under 16 years and almost none on children under 11 years. 

Additional needs – what are they? 

“There are far too few specialists in mainstream schools and not enough consistency 
in the number and availability of special schools.” (Father) 
 
Many children looked after away from home also have complex needs. Outcomes for 
children with complex needs, both those living and not living at home, are typically 
interdependent, that is, achievement of some outcomes depends on the 
achievement of others. The achievement of basic and immediate outcomes is 
required before intermediate and long-term outcomes can be pursued. For example, 
helping a child communicate can open doors to opportunities to socialise and be 
active, thus creating an outcome chain. The same support can contribute to the 
achievement of different outcomes and, conversely, barriers to achieving one 
outcome can prevent the achievement of others. Inaccessible environments and lack 
of equipment can impede opportunities for socialising, being active, learning skills 
and promoting independence (Rabiee et al 2005).  

Numbers of looked-after disabled children in residential placements – who fall 
outside the parameters of this review – are available; however, identifying the 
number of children who are living away from home but not looked after is more 
difficult. While well over three-quarters of disabled children in communal 
establishments were, according to OPCS survey data, also in local authority care, 
large numbers of children living away from home, including many with the most 
severe impairments, were in foster care settings (Read and Harrison 2002). None of 
the studies identified examined the situation of children living in foster care or other 
‘ordinary’ settings; all deal with residential care in communal settings, including 
residential homes, schools and healthcare settings. Few studies located could 
confidently identify the legal status of study subjects; most regarded this as a serious 
deficit. 
 
In 2004 some 10,000 children were in maintained, non-maintained and independent 
residential special schools. Almost all these children had SEN statements, but data 
were not collected as to whether or not these children were disabled. In addition, 
over 2,000 children spent more than six months in hospital between 2001 and 2004, 
the most common reason for admission being mental and behavioural disorders. By 
far the largest number of children in residential placements are teenage boys 
diagnosed with emotional and behavioural difficulties; children with more complex 
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needs and children with very challenging behaviours, including autistic spectrum 
disorder (Pilling et al 2006); a disproportionate number are from lone-parent 
households. Disabled children have a far greater chance of being separated from 
their families than non-disabled children, up to 10 times greater according to one 
study (Read and Harrison 2002). Reviewing disabled children in long-term residential 
care in health, education and social care settings in England, Pinney (2005) reported 
that about 13,300 disabled children in England are in long-term residential 
placements – in education, social care and health settings. Key findings from Pinney 
(2005) are as follows: 
 
• Around 6,100 children with SEN board in maintained primary, secondary and 

special schools and non-maintained special schools; about 3,400 children with 
SEN board in independent schools; 2,100 disabled children are in residential 
provision made by social services, excluding short-term breaks and foster 
placements (including 1,500 who are looked after under the Children Act 1989); 
and 2,700 children have spent over six months in NHS hospitals. 

• The vast majority are boys of secondary school age, of which about 80 per cent 
are in residential special schools. Some 70 per cent are in residential placements 
made by social care and just over 50 per cent of those who have spent more than 
six months in hospital are male. 

• Over two thirds of those in residential special schools are of secondary school 
age, 90 per cent of disabled children in social care residential provision are aged 
10 or more, and the number of children spending more than six months in 
hospital rises beyond 11 years of age. 

• Beyond 15 and 16 years of age, there is a sharp drop in the number of disabled 
young people in education and social care residential placements. But the 
number spending six months or more in hospital continues to rise – 46 per cent 
are aged 16 to 19. 

• Behavioural, emotional and social difficulties (BESD) and mental health problems 
are the most prevalent disabilities, alongside learning difficulties. 

• BESD is the most common need among pupils in residential special schools, 
representing 35 per cent of placements in maintained and non-maintained 
schools. 

• The most common disability of children in residential social care placements is 
learning difficulties, but behavioural difficulties are the second most prevalent 
disability. Children may frequently be affected by both. ‘Mental disorder’ accounts 
for 11 times as many admissions as any other diagnosis group among children 
spending six months or more in hospital.  

 

One of the most consistent needs identified by both children and parents of children 
away from home is a diminution in physical distance (McGill et al 2006). Many 
children looked after away from home report that they would prefer to be ‘in their 
home borough receiving the type of education and support currently provided by 
their residential school.’ (Castle 2001 p 20). There is a close correlation between the 
degree of parental preference for a more local placement and the current distance of 
children from home, as illustrated in Figure 2. 
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Figure 2. Relationship between distance of residential placement and 
parental preference for more local placement  

 
Source: McGill et al 2006 p 608 

Communication needs are frequently unmet, with distressing consequences for day-
to-day life, including friendships and social interaction and safety (Morris 1998a; 
Stalker 2007). Distance from home also renders children more vulnerable to abuse 
and hence increases the need for adequate protective procedures (Paul et al 2004). 

How are these needs identified? 

Formal assessment procedures are both essential and mandated (Boddy et al 2006). 
However, the highly vulnerable position of some disabled children living away from 
home, especially those with minimal family contact, no independent visitors (which 
will be most often the case with children who are not looked after) and severe 
communication problems, places a premium on sensitive and patient communication 
to establish needs and preferences (Morris 1998a and b), including those of children 
in healthcare settings (Stalker et al 2004). The efforts required to establish 
preferences will be demanding of both staff and parents, but are of crucial 
importance in securing children’s welfare. Linked studies (Morris 1998a and b) 
examining the situation of disabled children, and disabled adults who had been in 
residential care as children (total n=40), concluded that disabled children 
experienced patterns of care that would never be tolerated for non-disabled children. 
The main reason for the lack of priority and concern for their circumstances was their 
invisibility; for many of them, the future comprised a disappearance into long-term 
adult residential care. 
 
Issues of most importance to young people in residential settings were relationships 
and friendships; having choices and, given the degree of impairments, being helped 
to make choices; having more options in adulthood than just the restricted ones that 
are usually on offer and having communication needs met. For many young people, 
going away from home for short periods was a prelude for being away for much 
longer periods. As children, their lifestyles, experiences and life trajectory were 
defined and driven by their impairment. Young people had little experience of peer 
group influences; relationships tended to be with non-disabled adults, usually staff. A 
small but significant number of abusive incidents were recounted; it is highly likely 
that more were concealed, especially given the large number of young people in the 
sample with limited capacity to communicate conventionally. The more complex the 
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needs, the more likely it was that children would not have their wishes ascertained or 
recorded. A lack of clarity over statutory duties, the legal status of children and 
protective processes required was commonplace. 
 
Two further linked studies, which examined the decision-making process and the 
circumstances in which disabled children entered residential care, highlight the lack 
of centrality of children’s needs to the decision-making process and the failure of 
local authorities who make placements to protect and promote children’s welfare 
once they have been placed in a residential setting (Abbot et al 2000, 2001). 
Logistical problems in ensuring attendance by local education authority staff at 
children’s reviews due to distance, the continuing dissonance between policies of 
inclusion and residential care placements and the age at which children were placed 
at schools were all examples of a lack of fit between theory and practice. In terms of 
age, while all the authorities surveyed in these two studies considered sending 
disabled children to residential schools before the age of 11 years undesirable, 52 
per cent of the children in the second stage of the research (n=18) were placed pre-
11 years and another six at age 11 years. Furthermore, while they were unusual, 
some authorities had placed children in boarding schools at ages four and five 
(Morris et al 2003). 

Is there evidence of different outcomes? 

There is almost a total absence of empirical studies examining outcomes for 
disabled children placed in residential accommodation. We do not know whether or 
not they achieve a more positive result on any outcome in the ECM framework 
compared to similar children who have not experienced residential provision. The 
only study identified (Emerson and Robertson 1996; Robertson et al 1996) that 
explored this issue was generally positive, but was a small study in a single site with 
no control group, which focused primarily on behavioural changes. Following up 55 
of 63 children who had completed placements at residential school, aggression had 
reduced and behaviour improved at exit but no further improvements were noted on 
later follow-up, when 82 per cent of the participants had been placed in some form of 
residential care. That improvements in school can be attributed to the provision of 
individualised and intensive support is consistent with the knowledge base, as is the 
highly persistent nature of severely challenging behaviours over time. The study 
concluded that significant gains were made by children in residential school. These 
gains were largely maintained but not built on following exit from school. Parents 
reported both improvements and deterioration at follow-up. School qualities valued 
by parents were behavioural programmes, high staffing ratios and skills, consistency 
and structure, repetition, and one-to-one teaching. Continuing problems were often 
attributed to late identification and intervention. While parents almost all valued the 
school highly, most were deeply unhappy about the absence of a local option. 
 
A review of disabled children in residential settings acknowledged the large-scale 
absence of any outcome data (DfES 2003). Drawing together information from 
education, health and social services on numbers and circumstances of disabled 
children, the report mainly focused on looked-after children, which is beyond the 
remit of this review. However, the summary of findings made a number of key points 
related to differentiated outcomes for disabled children living away from home: 
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• Little data is available that relates to outcomes. 
• Residential placement is a valuable service for many pupils, notwithstanding 

concerns about segregation and exclusion, especially for children who live in an 
environment characterised by extreme adverse circumstances. 

• Many pupils may be affected by low academic expectations, especially the more 
academically able. 

• Many pupils, once placed in residential schools, stay there regardless of any 
changing needs, and rarely return to or enter mainstream education. 

• Social relationships, independence and life skills may be enhanced by residential 
placements. 

• Transition to work poses particular problems for children leaving residential 
schools. 

• Lack of consultation with children has been continually reported as an issue in a 
range of studies, especially those with communication difficulties. 

• Many schools are isolated and present few opportunities for the practising of ‘life 
skills’. 

• Residential schools may pose particular difficulties for BME pupils due to the 
greater likelihood of peer group and role model absences. 

• Residential schools are valued by parents, but only due to the absence of any 
appropriate local provision. Many children also, would rather live at home  

(DfES 2003 pp 33–35).
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7. What does the literature tell us about what 
works to improve outcomes? 
 
Key messages 
• Many disabled children have similar needs but differentiation may be required in 

the ways these needs are met.  
• While specialist skills and knowledge may be required, capacity for a 

differentiated response should be a feature of mainstream services. 
• Sensitivity to culture-specific needs is required, however, care should be taken 

not to assume that a particular need is derived solely from membership of a 
particular ethnic group. 

• Adequately differentiated services are based on whole family assessments and a 
capacity for a flexible service response. 

•  A common understanding of the importance of differentiation and the service 
structures required should be shared by multi-agency partnerships. 

Children from BME backgrounds 
Drawing conclusions on prevalence, impairment type and both over- and under-
representation in services based on ethnicity data alone is likely to be misleading. 
The proliferating number of BME subcategories, the issue of whether membership of 
a particular category is self-defined or allocated, the relatively small numbers of 
children within some categories and the minor differences in outcomes between 
some ethnic categories suggest that caution is advisable. Unless crucial variables 
such as socioeconomic disadvantage and gender are factored in, we risk over- (or 
under-) emphasising the dominance of ethnicity as a factor contributing to 
differentiated experiences for disabled children and their families. Similarly, using 
ethnic group status as the sole or even the paramount factor in designing a 
differentiated service response may result in a lack of fit between the needs of 
children and the service they receive. As much variation may exist within specific 
ethnic groups as between BME groups, or between any one BME group and the 
White populations. Nonetheless, while we must be careful not to routinely associate 
BME group membership with disadvantage or social exclusion, some members of 
some groups – and many members of others – are likely to suffer disproportionately 
poor outcomes unless attention is paid to what the evidence base suggest works: 
 
• partnership with minority ethnic groups to influence service planning 
• careful monitoring and evaluation of local needs 
• development of self-advocacy to secure developmental resources 
• understanding of the role of family networks that may run counter to the dominant 

culture of individualism 
• provision of information to ensure choice and involvement in decision-making 
• bilingual staff/interpreters to improve communication and access to services 
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• the development of integrated services that are likely to be better resourced and 
given a higher priority than specialist services. 

Children in asylum-seeking families 
Overall, it appears likely that while levels of psychological problems may be elevated 
in asylum-seeking children compared to other populations, these children may also 
have strengths not shared with their peers. We are warned not to be too hasty in 
attributing difficulties experienced by asylum-seeking children to previous exposure 
to traumatic events. Nonetheless, it is also highly likely that undiagnosed or un-
noticed disabling conditions affect some asylum-seeking children, and these are 
likely to become more evident as children settle and become more embedded in the 
communities in which they live. In general terms, the protective factors associated 
with the promotion of resilience form the best current evidence base for the 
promotion of children’s welfare. They are: 
 
• help to recover from isolation and find a sense of identity 
• creation or re-creation of links with community 
• opportunities to develop and use capabilities and skills 
• making links with helpful people and institutions 
• developing a sense of agency – the belief that one’s actions can make a positive 

difference. 
(Kohli and Mather 2003). 

Children with the most complex needs 
The standard of service expected for children who are ill or have complex needs are 
described by Standards 6 and 8 of the National Service Framework for children, 
young people and maternity services: 

 ‘Children and young people who are disabled or who have complex health 
needs receive co-ordinated, high quality and family-centred services which 
are based on assessed needs, which promote social inclusion, and, where 
possible, which enable them and their families to live ordinary lives’ (DH 2004 
p 5). 

While this outcome does not differ from outcomes expected by other families with 
disabled children, complexity, whether defined by the child’s impairment or the 
service response, places a greater premium on effective collaboration between 
agencies and in particular close attention to children’s capacity to participate in 
decision-making. Transitional arrangements are crucial, as children with the most 
complex needs are also the children who face the greatest threat of lengthy, 
sometimes lifelong institutionalisation. 

Outcomes for children with complex needs are typically interdependent, that is, 
achievement of some outcomes depends on the achievement of others. The 
achievement of basic and immediate outcomes is required before intermediate and 
long-term outcomes can be pursued. For example, helping a child communicate can 
open doors to opportunities to socialise and be active, thus creating an outcome 
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chain. The same support can contribute to the achievement of different outcomes 
and, conversely, barriers to achieving one outcome can prevent the achievement of 
others. Inaccessible environments and lack of equipment can impede opportunities 
for socialising, being active, learning skills and promoting independence (Rabiee et 
al 2005). Children with complex needs and their families will disproportionately rely 
on effective service coordination, putting a premium on effectively managed key 
worker systems. Guidelines for effective multi-agency working are well-attested and 
include: 
 
• explicit agreements on pooling and sharing resources: change processes need to 

be adequately resourced and dedicated staff appointed 
• a shared vision: common objectives that describe how the outcomes important to 

people will be achieved 
• a clearly defined service model: however complex the partnership arrangements, 

users should have, preferably,  a single access point and should be able to 
understand how the service functions 

• clarification of roles: the right staff need to be appointed at the right level and 
must have the authority and resources to achieve strategic objectives 

• effective leadership: relationships, networks and alliances must be built across 
agency boundaries 

• opportunities for learning: opportunities for learning from and learning with 
colleagues must be made available and adequately prioritised 

• clear management arrangements: a governance structure that supports clear 
decision-making should be established and the responsibility and accountability 
of partners mutually understood 

• good communication: common assessment tools, shared access to records and 
an understanding of each other’s roles will facilitate effective communication 

• partnership with children and families: children and families should be involved in 
the planning, evaluation and development of strategy and individual projects 

• regular monitoring and evaluation: partnership working may be both labour and 
cost intensive; families have a right to expect correspondingly better outcomes; 
methods to ensure that such outcomes are being achieved must be built into 
service planning 

• clarity about timescales and planning: change may need time to happen and 
aims should be realistic, especially where partnerships are time-limited (Townsley 
et al 2004 pp 4–6). 

Children living away from home 
While children living away from home have a range of impairments, the ‘typical’ child 
attending a 52-week residential school is male, in their mid-teens, diagnosed with a 
persistent developmental disorder, primarily autism, has at least one additional 
disability and behaviours that challenge both parents and staff (McGill et al 2006).  
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While the evidence base identifies a wide range of difficulties with communal care 
away from home, it should be noted that many children and many parents speak 
highly of this form of provision. While intervention studies are largely absent from the 
literature, the consensus of views in the material reviewed on ‘what works?’ suggests 
that attention should be paid to the following: 
 
• The decision to make a placement is frequently due to inadequate local provision, 

rather than it being a positive decision: decisions to place children at residential 
school should be based on the needs of the child, rather than the current 
configuration of services and who is likely to pay. 

• Both children and parents dislike the often distant location of provision; the further 
the distance, the higher the number of dissatisfied parents: proximity to home 
should be considered a key criterion for positive outcomes. 

• Compared to children not living away from home, disabled children in residential 
care are less likely to have their views explored and respected; be vulnerable to 
abuse;have less conscientious planning and assessment; be more isolated;be 
more subject to ‘drift’ and be highly vulnerable to a lifetime of communal care: 
exploring and establishing children’s views is essential to effective planning.  

• The unresolved tension between the philosophies of inclusion and of residential 
care often renders a communal placement a destination of last resort: an away-
from-home placement should be a positive, informed and valued option chosen 
from a range of possibilities. 
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8.  Conclusions and main messages 
The main messages regarding ‘what works?’ in differentiation are as 
follows: 
• Many disabled children have similar needs but differentiation may be required 

in the ways these needs are met. 
• While specialist skills and knowledge may be required, capacity for a 

differentiated response should be a feature of mainstream services. 
• While sensitivity to culture-specific needs is required, care should be taken 

not to assume that a particular need is solely derived from membership of a 
group. 

• Adequately differentiated services are based on whole family assessments 
and a capacity for a flexible service response. 

• A common understanding of the importance of differentiation and the service 
structures required should be shared by multi-agency partnerships. 

 
The Department for Children, Schools and Families suggests that improved 
outcomes for children are most effectively secured through better integrated delivery, 
processes, strategy and governance,7

 
 as illustrated in Figure 3. 

Figure 3 Whole-system change 
 

 
 

Source: DCSF 2008b          
           
     

                                            
 
7 See www.dcsf.gov.uk/everychildmatters/about/aims/strategicoverview/strategicoverview/ 

http://www.dcsf.gov.uk/everychildmatters/about/aims/strategicoverview/strategicoverview/�
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Whole system change, it is suggested, can only be achieved by coordinated action 
within and between these five domains. Views from stakeholders on each of these 
domains are presented below: 
Outcomes for children and young people are to be healthy, stay safe, enjoy and 
achieve, make a positive contribution and achieve economic wellbeing. 

‘.. if some authorities spent more time on ensuring that all families, whatever 
their background, had the help and support necessary to claim their full 
entitlements, some of the problems with poverty would at least be eased..’ 
(Mother) 

Integrated front-line delivery requires the re-focusing of local children’s services 
around the needs of children and families rather than around professional service 
boundaries. 

‘On the whole… services see their impairments prior to what kind of person 
they are. This is not a good thing …more often than not an adult makes 
choices on their behalf…’ (Young person) 

Integrated processes, including the development of children’s trusts, sharing of 
information between professionals and common assessment are essential to drive 
effective multi-agency working. 

‘Provision of information to all groups is a priority as is utilising and harnessing 
the support of the voluntary sector which may be more robustly linked to 
minority groups.’ (Service provider) 

Integrated strategy depends on a process of joint needs analysis, prioritisation, 
pooling of budgets, planning and commissioning.  

‘I think things are changing. Previously I feel services were only available if 
the needs of the child fitted neatly into a service provided whereas now I feel 
that some authorities are taking a far more creative and individualised 
approach to what they can provide.’ (Mother, SW England) 

Inter-agency governance requires robust arrangements for inter-agency co-
operation, which set the framework for accountability in achieving whole system 
change. 

‘There is a need to engage with PCT partners around complex health needs 
...best engagement appears to be in areas that have co-located services 
between health and the local authority and which have pooled or aligned 
budgets.’ (Commissioner) 

Differentiation 
While ethnicity is a key component to consider when designing differentiated 
services, the evidence base suggests that the needs of parents and children, 
regardless of their ethnic background, remain broadly similar. The most detailed data 
on BME children relate to children with SEN (which is not the same as child 
disability). These data suggest that poverty and gender have stronger associations 
than ethnicity with overall prevalence of SEN and of certain categories of SEN, 
though it should be noted that even after taking account of these considerations, 
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significant over- and under-representation of some minority ethnic groups relative to 
White British pupils remains.  
 
As much variation may exist within specific ethnic groups as between BME groups, 
or between any one BME group and the White populations. However, while care 
must be taken not to routinely associate BME group membership with disadvantage 
or social exclusion, disabled children in some black and minority ethnic groups are 
likely to suffer disproportionately poor outcomes unless attention is paid to what the 
evidence base suggest works: 
 
• partnership with minority ethnic groups to influence service planning 
• development of self-advocacy to secure developmental resources 
• understanding of the role of family networks that may run counter to the dominant 

culture of individualism 
• provision of information to ensure choice and involvement in decision-making 
• bilingual staff/interpreters to improve communication and access to services 
• the development of integrated services that are likely to be better resourced and 

given a higher priority than specialist services. 

In general terms, the protective factors associated with the promotion of resilience 
form the best current evidence base for the promotion of welfare in families with 
disabled asylum-seeking children. These are: 
 
• help to recover from isolation and find a sense of identity 
• creation or re-creation of links with community 
• opportunities to develop and use capabilities and skills 
• making links with helpful people and institutions 
• developing a sense of agency – the belief that one’s actions can make a positive 

difference. 
Children with complex needs and their families will disproportionately rely on service 
coordination, putting a premium on effectively managed key worker systems. 
Guidelines for multi-agency working are well evidenced and include: 
• A clearly defined service model: however complex the partnership arrangements, 

users should have a single access point and be able to understand how the 
service functions. 

• Clarification of roles: the right staff need to be appointed at the right level and 
must have the authority and resources to achieve strategic objectives. 

• An effective governance structure: a process that supports clear decision-making 
should be established and the responsibility and accountability of partners 
mutually understood. 

• Good communication: common assessment tools, shared access to records and 
an understanding of each other’s roles will facilitate effective communication. 

• Partnership with children and families: children and families should be involved in 
the planning, evaluation and development of strategy and individual projects. 
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While intervention studies are largely absent from the literature on disabled children 
looked after away from home, the consensus of views in the material reviewed on 
‘what works?’ suggests that attention should be paid to the following: 
 
• Decisions to place children at residential school should be based on the needs of 

the child, rather than the current configuration of services and who is likely to pay. 
• Both children and parents dislike the often distant location of provision. Proximity 

to home should be considered a key criterion for achieving positive outcomes. 
• Disabled children in residential care are vulnerable to abuse, placement ‘drift’ and 

a potential lifetime of communal care. Establishing and acting on children’s views 
is essential to effective planning and prevention of human rights abuses. 

• An away-from-home placement should be a positive, informed and valued option 
chosen from a range of possibilities, not a ‘last choice’. 

This review has highlighted a number of key messages about ‘what works’ for 
disabled children and their families with differentiated needs. The main research 
messages are mapped onto the Every Child Matters (ECM) outcomes framework in 
Table 10. 
 
Table 10. Priorities for improving services 
ECM Outcome Priorities 
Be healthy * Action to rectify low levels of access to services reported by 

parents of disabled children from South Asian backgrounds. 
* Additional resources to support the disproportionate number of 
low birth weight children born to mothers from the Indian 
subcontinent. 

Stay safe * Children with complex needs in residential care, including 
healthcare settings, require greater attention to protective and 
procedural care. 
* Close and patient attention to children’s communication is 
needed to avoid isolation and potentially abusive situations. 

Enjoy and 
achieve 

* Action to reduce the number of children in residential 
placements, especially those with emotional and behavioural 
difficulties, complex needs and challenging behaviours. 
* Reduction of numbers of children under 11 in residential care. 
* Earlier intervention to prevent the need for away-from-home 
placements. 

Make a 
positive 
contribution 

* Behaviour management programmes to moderate severe 
challenging behaviours, which risk prolonging institutional care 
into adulthood. 
* Additional resources to address the higher prevalence of 
psychotic disorders affecting black adolescents. 

Achieve 
economic 
wellbeing 

* Action to address high levels of multiple disadvantage in families 
from some BME backgrounds, most notably Bangladeshi. 
* Additional resources to support families from some BME 
communities who are affected by higher levels of some disorders 
of genetic origin. 
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Conclusion 
What specific families – whatever their ethnicity or whatever the type of impairment 
experienced – consider ‘good practice’ to be is, in most cases, very similar to what 
parents of all disabled children consider good practice to be. The testimony of many 
parents – the voices of children themselves are less evident in the literature – 
stresses the common needs of most disabled children and families. The main 
challenge for services is to adjust themselves to the different processes that may be 
required to meet families’ needs and to ensure that family structure, culture, faith or 
the nature of the child’s disability is not seen as an impediment to the provision of an 
appropriately differentiated response.
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Data annexe 
Key messages 
 

• The disabled children’s services national indicator (NI 54) measures 
parental experiences of services provided to disabled children. Since 
2008/09, it has been measured by a national sample survey of parents. 
Before this, there was no national dataset that detailed the services and 
support provided to disabled young people and their families. 

 
• There is a need for minimum standards on what data should be collected, 

how it should be collected and on definitions across all data collection 
exercises, in order to make comparative analysis or analysis between 
datasets possible. This is important at a local level, as the data will be 
used to inform the analysis of need within a Children’s Joint Strategic 
Needs Assessment.  

 
 

Introduction and availability of data 
The disabled children’s services national indicator (NI 54) measures parental 
experiences of services provided to disabled children.8

 

 It is measured by a national 
sample survey, in which parents of disabled children complete a questionnaire 
asking for their views of three service sectors: health, education, and care and family 
support. As mentioned in section 2, the indicator is based on the core offer of Aiming 
High for Disabled Children (HM Treasury and DfES 2007): good provision of 
information; transparency in how levels of support are calculated; integrated 
assessment; participation and accessible feedback and complaints procedures. The 
five ‘core offer’ standards for each of the three service areas form fifteen sub-
indicators, which are compiled into an overall score for NI 54. 

This survey is a recent data source. Data were first published in 2008/09, and have 
since been published for 2009/10. Before this survey, there was little publicly 
available data that detailed the services and support provided to disabled young 
people and their families, other than the overviews included in surveys such as the 
annual Children in Need Census (DCSF 2009). Other data sources relating to 
disability include: 
 
• Some data about the prevalence of disability among children is available at a 

national level, although the most comprehensive population estimate (from 
the 2001 Census (ONS 2001) is now dated. Data on the prevalence of 
disability by some of the demographic characteristics of children (such as age, 
gender and ethnicity) is also available, although the coverage is not 
comprehensive. Data in the Annual Schools’ Census records the primary and 

                                            
 
8 The definition of disability used is based on the DDA definition. 
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secondary Special Educational Needs (SEN) of young people in the 
educational system, but while some of these needs may relate to young 
people’s disabilities, they are arguably not sufficient to provide a proxy 
measure of disability at a national level.  

• Data is also available on the social and living circumstances of disabled 
young people and their families, the education and employment status of 
disabled young people and the qualifications they have achieved (for 
example, through the Family Resources Survey (DWP 2005, 2006) and the 
Youth Cohort Study) (DCSF 2007). Although this data is more limited than 
data on prevalence, it provides an insight into outcomes for disabled young 
people, compared with the non-disabled population. Very few data sources 
were identified that provided sub-classifications of disability, however, making 
it difficult to assess the characteristics of, and outcomes for, young people 
with different needs. 

Many datasets provide a breakdown of disability data by age, but this data tends to 
be aggregated and breakdowns tend to be limited only to young people aged up to 
15, 16, or 18 years of age; few datasets on disability include data specifically for 
young people up 19 years of age.  
 
This data annexe presents further discussion about the data currently available on 
disabled children up to 19 years of age. It provides: 
 
• a summary of the search strategy for identifying data 
• an overview of the nature and scope of the data that was found, with a brief 

commentary on the quality of this data, and any gaps that have been identified 

• charts on the characteristics of children with a limiting longstanding illness and 
children with special educational needs in educational institutions, as well as 
charts on access to support and educational and employment outcomes for young 
people with disabilities. 

 
A summary table of the data sources of readily available, published data for disabled 
children at a national, regional and/or local authority level is produced in Appendix 4. 
 
Data search strategy 

There are a number of archival databases in the UK, such as the National Digital 
Archive of Datasets (NDAD) and the UK data archive, some of which have services 
that facilitate searching or access to macro- and micro-datasets (including ESDS 
International). Even so, searching for current and recently published data cannot yet 
be conducted in the same way as searching for published research findings. Access 
to newly published data is not supported by comprehensive searchable databases in 
the same way that literature searches are supported.  
 
Data for this data annexe was obtained by a combination of search methods, 
including obtaining online access to known government publications (such as the 
Statistical First Releases from the Department for Children, Families and Schools – 
DCSF); access to data published by the Office of National Statistics, the Department 
of Health and other government departments; data published by the National Health 
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Service and other national, regional and local bodies and online searches following 
leads emerging from these publications, research funding council summaries and 
other literature searches. It should be noted that links to statistical sources that were 
live at the time of searching may not remain live at the time of publication. 
 
Nature and scope of the data 

Two recent studies have contributed significantly to an awareness of the range and 
scope of data availability on disabled children and their families. Read et al (2007) 
identified a range of cross-sectional surveys, panel and longitudinal studies, 
administrative data sources for health, education and children’s social services, as 
well as what the authors called ‘sentinel’ condition data sources (such as the UK 
Collaborative Cerebral Palsy Register), which provide data on the prevalence of 
disability. Mooney et al (2008) provided a critical commentary for the DCSF on the 
nature of the data included in such datasets. In addition to these two source 
documents, we have identified a number of other surveys (such as the Youth Cohort 
Study (DCSF 2007), which also includes Wales), research studies and administrative 
datasets that include some indication of the prevalence of disability among children 
and young people. 
 
While there appears to be a number of sources of data about the apparent 
prevalence of disability among children and young people at both local and national 
level it is difficult to obtain an accurate estimate of overall numbers of children and 
young people in England with disabilities. This is partly because of the wide variation 
in definitions of disability used by the collectors and collators of that data and partly 
because of the ways in which data is collected; while national cross-sectional 
surveys provide estimates of prevalence, no single administrative dataset collects 
data specifically on childhood disability.  
 
Read et al (2007) identify four main definitions of childhood disability used by data 
collectors: 
 
• definitions derived from the Disability Discrimination Act 1995, which includes 

children whose impairments and conditions result in significant difficulties with 
daily activities. These definitions are used by Department for Work and 
Pensions for surveys such as the Labour Force Survey (ONS 2005) and the 
Family Resources Survey (DWP 2005, 2006), but are not used by the DCSF 
for the collection of data on SEN and were not included in the 2001 Census 

• definitions based on limiting longstanding illness, disability or infirmity (LLSI), 
used in the 2001 Census but with no sub-classification data (by specific 
disability)  

• definitions based on longstanding illness, disability or infirmity (LSI), which 
can capture a wide range of health conditions of varying severity, but which 
do not give any indication of the extent of impairment 

• definitions based on specific impairments (such as visual impairment) or on 
specific support needs (such as SEN), which do not provide an overview of all 
disabled children. 
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In addition, the purpose for which data is collected can limit the scope and extent of 
data collection, or its potential to be used for comparative or trend analysis:  
 
• Population Census data, while comprehensive (an estimated 96 per cent of 

the UK population), is infrequent (every 10 years) and uses LLSI without sub-
classifications. 

• DCSF administrative data, collected through the Schools’ Census, is 
comprehensive in including all children and young people in compulsory 
education from Foundation Stage to Key Stage 4. Data on disability, however, 
is confined to a classification of primary and secondary need under the SEN 
variable. It is likely, therefore, that the Census underestimates the prevalence 
of disability.  

• Each local authority’s administrative data on disability is collected as part of its 
statutory requirement under the Children Act 1989, and uses the definitions in 
that Act. The voluntary nature of registration data and the different criteria 
applied to registration between local authorities means that the data is not, 
however, a good indicator of prevalence. Similarly, until October 2008, the 
data collected for the Children in Need Census provided an indication of the 
number of disabled children who received social care during the defined 
census week but did not cover all disabled children known to the social 
services or in the local authority area.  

• Cross-sectional surveys (such as the Family Resources Survey) are generally 
seen as providing the best estimate of disability at any one time, but are often 
limited in terms of the amount of analysis that can be undertaken, because 
the data is not linked to the development stage of the child, because the 
sample size is too small or because they include only children and young 
people in particular family circumstances. Such surveys vary, too, in their 
definition of disability. While the Labour Force Survey (ONS 2005) and the 
Family Resources Survey (DWP 2005, 2006) are Disability Discrimination Act-
related (and also use LLSI and/or LSI), the Health Survey for England, the 
Survey of English Housing and the General Household Survey are not, 
primarily using variations of LLSI or LSI or ‘sentinel’ data recording. 

• Longitudinal panel studies (such as the Families and Children’s Study, the 
British Household Panel Survey, the Longitudinal Study of Young People in 
England and the Millennium Cohort Study), while able to track trends over 
time, may suffer from attrition and are not as good as cross-sectional surveys 
for providing information on prevalence. The same issues of disability 
definition differences apply to these surveys as to the cross-sectional surveys; 
the Longitudinal Study of Young People in England, for example, is the only 
survey to include Disability Discrimination Act-related questions (and has 
done so from 2007). 

• Data collected by primary care trusts (such as records of disability collected 
on Child Health Computer Systems, or through the General Practice 
Research Database) tends to be related to the codes from the International 
Classification of Diseases. 

• ‘Sentinel’ data can provide a reliable source of data on children with specific 
disabilities or known support needs, but registration can be voluntary (as in 
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the case of the Register of the Deaf and Hard of Hearing, for example), 
dependent on family circumstances (such as the Family Fund Trust) or 
dependent on reporting by paediatricians (the UK Collaborative Cerebral 
Palsy Register) or other non-familial source. It is not always clear, therefore, 
whether population coverage is comprehensive. 

 
Charts showing trends and regional data 

The General Lifestyle Survey provides an indication of the prevalence of LLSI among 
children aged 0 to 15 in households of different socioeconomic types. Information on 
older children (aged 16 to 19) is not publicly accessible as it is reported at aggregate 
level from age 16 to 44. In terms of reported frequency, the proportion of children 
with LLSI in 2008 appears greater among the lower socioeconomic groups and is 
also higher for boys than girls in these groups (see Figure 4). 
 
 
Figure 4.    Children and young people with LLSI: by socioeconomic group 
 

 
 
Source: ONS 2008 
 
 
Access to educational support 
Children and young people with disabilities may access services and support in 
many different ways – through education, health and other services. In terms of 
education, children with disabilities may be educated in mainstream schools (some 
of which may have specific facilities or units to support children with sensory, 
physical or other disabilities). It should be noted that some of the difficulties 
experienced by children and which lead to a special needs designation may not be 
long-term disabilities or may relate to mental health issues rather than to disability. 
Speech, language and communications disabilities, for example, may reflect 
problems with spoken English that relate to a child’s immediate home circumstances, 
including asylum-seeking or refugee status, rather than illness or other physical 
disability. Figure 5 provides an overview of the numbers of children by need and by 
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institution type, while Figures 5 to 7 provide a picture of the relative proportions of 
children with different needs in different phases of education (primary and 
secondary) and in special schools. 
 
As indicated in Figures 5 and 6, of those children with special educational needs 
educated in primary schools, children with speech, language and communication 
difficulties, children with behavioural, emotional social difficulties and children with 
moderate learning difficulties form some of the largest contingents. A far smaller 
proportion of children with special educational needs in primary schools are so 
designated because of physical disabilities or sensory impairment. In secondary 
schools, the proportion of children with speech, language and communication 
difficulties is markedly smaller, though the proportions with behavioural, emotional 
social difficulties remain high (Figures 5 and 7). Children with autistic spectrum 
disorders are more evident in special schools, although the relative proportions of 
children with physical and sensory impairments do not vary much between institution 
types (Figures 6 to 8).  
 
Figure 5.   Children and young people with special needs in educational    

institutions, by type of institution and need 
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Figure 6. All children with special needs in primary schools: by type of 

need 
 

 
Source: DCSF 2009 

 
Figure 7.     All children with special needs in secondary schools: by type of 

need 

 
Source: DCSF 2009 
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Figure 8. All children with special needs in special schools: by type of need 

 
 
Access to other support 
 
For children between the ages of eight and 16 supported by their families (or living 
independently), the numbers of disabled children and their families accessing social 
care support during the Children in Need Census Week in February 20059

 

 were fairly 
similar (around 14,000 in each age cohort) (see Figure 9). The story for looked-after 
children shows a different trend, with increasing numbers accessing support until 
age 16, possibly reflecting greater numbers of looked-after children in older age 
groups. Most evident from Figure 6 are the limited numbers of looked-after children 
accessing support at age 18+, when fewer children would be in this category. 

 
 
 
 
 
 
 
 
 
 
 
 
 

                                            
 
9 A more recent version of the Children in Need Census was published in 2009 
(DCSF 2009), but it did not provide data on the number of disabled children and 
young people receiving support, so previous data is presented here. 
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Figure 9. Numbers of disabled children supported during Census Week,  

by age 

 
Source: DfES 2006 
 
Information gathered during the Census Week indicated that the numbers of 
disabled children supported during that one week were greatest in London and 
lowest in the North East; possibly reflecting overall population levels (see Figure 10). 
Most of the children logged during Census Week (75 per cent) received support as a 
direct consequence of their disability (see Figure 11), but some (12 per cent) 
received it as a result of abuse or neglect (61 per cent of these were looked-after 
children; 39 per cent were living with their families or independently).  
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Figure 10. Numbers of disabled children supported during Census Week,  
by location of support and region 

 

 
Source: DfES 2006 

 
Figure 11. Numbers of disabled children supported during Census Week,  

by reason for access 

  
Source: DfES 2006 

 
Although it is possible to get a picture of access to health professionals or to hospital 
provision by age (0 to 4 and 5 to 15) and sex from the General Lifestyle Survey 
(ONS 2008), this survey does not provide any comparative information on access by 
disabled and non-disabled children and young people.  
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Outcomes (at age 19) 
Data from the Youth Cohort Study (DCSF 2007) provides insights into the 
comparable outcomes for disabled and non-disabled respondents to the longitudinal 
study. The picture that emerges is one in which young people with a disability are not 
as fully represented among the highest achievers, or those with positive post-16 and 
post-18 outcomes (that is, in education, training or employment) as those without a 
disability. As indicated in Figures 12 to 15, at age 19, young people with a disability 
are: 
 

• more evident among those not in education or training and among those not 
in education, employment or training 

• more evident among those qualified only to Level 2 and less evident among 
those qualified to Level 3 

• less evident among those who have achieved an A/AS Level or a National 
Vocational Qualification (NVQ) or equivalent qualification at Level 3. 

• less evident among those who are studying for a higher or further 
qualification, whether to degree level or below. 

 
Figure 12, Activity at age 19, by disability  

 
 
Source: DCSF 2007 
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Figure 13. Qualification level at age 19, by disability  

 
Source: DCSF 2007 
 
Figure 14. Qualifications being studied for at age 19, by disability  

 
Source: DCSF 2007 
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Figure 15. Type of Level 3 qualification at age 19, by disability  

 
Source: DCSF 2007 
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Glossary of research terms 
This glossary describes different types of study designs and defines some key 
concepts and terms you will come across when reading research. It is arranged 
alphabetically.  
 
Action research 
Action research is an iterative approach which normally takes place within a practice 
setting. Unlike models of research where data is collected, analysed and published 
when the project is complete, researchers in an action research model will interact 
with staff and users, feed back the results in stages and enable changes in direction, 
based on the findings, to be made while the project is still underway.  
Bias 
The deviation from the truth or reliability of results due to the way(s) in which the 
study is conducted. 
Blinding 
Refers to measures taken to disguise allocation to groups to avoid bias. In a single-
blind study, participants are unaware of which group they have been assigned to, but 
the researcher does know (or vice versa). A double-blind study means that neither 
the researchers nor the participants are aware of the allocation to groups. 
Case-control studies 
Individuals with particular problems are ‘matched’ with similar people (control group) 
without the problem. The exposure of the two groups to possible causes is then 
compared. This can be used to investigate risk factors. 
Case study 
A case study refers to the in-depth investigation of a single subject or event. The 
most useful case studies highlight important issues that, while being from the 
perspective of only one person, can represent a commonly experienced problem.  
Cohort studies 
Cohort studies collect information about the same individuals at regular intervals 
over a period of time, which may vary from months to decades. 
Confidence interval (CI) 
A confidence interval is often used around percentages. For example, a newspaper 
might report that the average IQ of researchers is 99. If the 95% confidence interval 
is 80–120 this means that 95% of researchers have an IQ between 80 and 120. 
Control group  
A control group is used in order to try to establish whether any effect found in the 
intervention group was due to the intervention or would have occurred anyway. The 
control group is the comparison group that gets a different service/intervention (or no 
service/intervention) to the intervention group.  
Critical appraisal  
A systematic way of assessing a research study, and considering it in terms of 
validity, bias, results and relevance to your own work. 
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Cross-sectional surveys  
A representative sample of people are surveyed at one point in time. These may be 
repeated on a regular basis to establish trends. Unlike cohort studies, the same 
respondents are not re-sampled. 
Effectiveness  
Describes the extent to which an intervention improves the outcome(s) (ie changes 
that happen as a result of the intervention) for those receiving it and the extent to 
which these benefits outweigh the harm (if any) caused by the intervention.  
Ethnography 
A qualitative research methodology that entails collecting and analysing data in a 
manner that considers the social and cultural settings of those involved.  
Focus groups 
The researcher facilitates and leads a group of individuals through a discussion 
around a specific topic. Focus groups can be more or less structured and the 
researcher may choose to be directive or take on a more observing role, depending 
on the objective of the research. A key feature is that participants are able to interact 
with each other. 
Homogeneity  
This term is used in systematic reviews to describe the extent results were similar to 
each other. If many studies show similar results, we can be more confident about the 
findings. Studies are said to be ‘homogeneous’ if their results do not vary more than 
would be expected by chance. The opposite of homogeneity is heterogeneity, a 
measure of how study results differ. 
Hypothesis 
A statement to be tested through investigation or research. A hypothesis should be 
stated in a way that renders it capable of being proved true or false by the 
investigation methods proposed. 
Intervention  
A service, programme or policy intended to affect the welfare of individuals, families 
or communities. 
Intervention group 
The group that receives an intervention (service, medicine, treatment). See also 
case-control studies and randomised controlled trial. 
Longitudinal study 
The same data is collected at different time points over a period of time. Longitudinal 
studies may be cross-sectional (different respondents) or cohort (same 
respondents). Used to measure long-term effects or changes. 
Mean 
An average obtained by taking the sum of all values and dividing it by the number of 
values. 
Meta-analysis  
A statistical technique that pools the results from several studies into one overall 
estimate of the effect of an intervention. (See also Systematic review) 
Narrative reviews 
In contrast to systematic reviews, narrative reviews tend to be less methodically 
executed, often focusing on easily accessible research, such as that published in 
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major journals. A potential problem with this approach is that authors may 
consciously or unconsciously refer to those studies that reflect their own biases. 
Outcome  
Changes or effects that happen as a result of an intervention. Outcomes may be for 
individuals, families, communities or organisations.  
P-value (statistical significance) 
Broadly, this refers to the probability that the results found by a study have occurred 
by chance rather than as a result of the intervention. A p-value of 5% (0.05) indicates 
that there is a 5% probability that the results occurred by chance. A p-value of less 
than 5% is generally regarded as statistically significant. This does not necessarily 
mean that the results of the study are important socially and clinically. 
Participant observation 
A type of qualitative research in which the researchers participate in the social 
setting they are observing. Observation can be covert or non-covert. However, 
ethical issues arise with the use of covert observation. 
Population surveys  
A sample of the chosen population [or the whole population in the case of the 
decennial UK Census] is asked to provide responses to questions on the subject of 
interest. Population surveys can be used to measure the prevalence of problems. 
Power 
Sometimes referred to as ‘statistical power’. The likelihood that a sample is large 
enough to detect a statistically significant difference between a control and an 
intervention group, if such a difference actually exists. Power sampling can be used 
to calculate the required sample size.  
‘Pre-post’ studies 
Sometimes referred to as ‘before and after’ studies, this type of research design 
involves taking measurements at the beginning and end of an intervention (and 
sometimes at ‘follow-up’). The same measurements are taken at time 1 (pre) and 
time 2 (post), to see if any changes have occurred after the period of intervention. 
Typically, standardised outcome measures are used, such as a depression scale or 
a quality of life inventory. Pre-post studies do not contain control groups. Those with 
control groups would be classified as quasi-experimental or experimental studies.  
Purposeful (purposive) sampling 
Choosing specific participants with particular characteristics, rather than being based 
on random selection. Methodologically, the least robust form of sampling. 
Qualitative research  
Concerned with the meanings people give to their experiences and how they make 
sense of the world. Often studies people in their natural settings. A range of methods 
can be used including participant observation and non-participant observation, 
talking with people (interviews, focus groups) and reading what they have written. 
Can be used to find out about social processes and what matters to people, how 
these vary in different circumstances, and why.  
Quasi-experimental studies 
These measure the difference between two groups, which are usually pre-existing 
populations, matched for similarity. One group receives a particular service; the other 
does not, or receives another type of service. 
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Randomised controlled trial (RCT) 
An experiment in which individuals are randomly allocated either to receive an 
intervention (intervention group) or to receive no intervention or a different one, such 
as the standard service (control group). Both groups are measured at baseline and 
at the end of the intervention period and are often followed up later. The outcomes of 
the two groups are then compared to determine the effectiveness of the intervention 
under investigation. 
Reliability 
Refers to the likelihood that the same results would be found if the study was 
repeated in the same way if carried out at different times by the same researcher or 
by two different researchers.  
Replicability 
Researchers should provide sufficient information about a study so it can be 
replicated by others. The notion of replicability implies that research should be 
transparent to its readers. 
Sample  
A subset of cases selected from the population to be studied. 
Sample size and power 
Sample size is a crucial determinant of whether a difference will be detected if it 
really exists. Sometimes the number of participants in a study is chosen because the 
number ‘seems appropriate’, or because that is how many participants the study can 
afford to test or interview. However, the appropriate size for a particular study 
depends on the likely size of the effect you are trying to detect – e.g. the likely size of 
the odds ratio (OR), or the magnitude of the difference between two means. Where 
the effect is likely to be small, then larger study numbers are required. 
Semi-structured interview 
An interview where the researcher has a set of themes they want to discuss with a 
respondent, but they are not bound by these themes, and can investigate emerging 
issues arising during the course of the interview (see also Structured interview; 
Unstructured interview). 
Standard deviation (SD) 
Measures how far results scatter or deviate from the mean. The smaller the standard 
deviation (in relation to the mean), the more similar the scores; the larger the 
standard deviation (in relation to the mean), the more spread out the scores.  
Statistical significance (see also P-value)  
Significance levels show you how likely it is that a result is due to chance. The most 
common level is 0.05. This means that the finding has a chance of 5% (0.05) or less 
of not being true. 
Structured interview 
An interview in which the same predetermined questions are asked to each 
participant (see also Semi-structured interview; Unstructured interview). 
Survey 
Surveys gather information via a questionnaire or structured interview at one time 
point to obtain responses from more than one person, which can then be quantified 
and subjected to statistical analysis.  
Systematic review (SR)  
A systematic review is a critical assessment and evaluation of existing research that 
addresses a specific question. SRs are transparent and explicit about the search 
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terms used and range of sources searched. They aim to be exhaustive and 
comprehensive in the range of sources searched. When a systematic review pools 
data across studies to provide an estimate of the overall treatment/intervention 
effect, it is referred to as a meta-analysis.  
Triangulation 
The use of more than one theory, method, data source or researcher in a research 
study to reinforce the trustworthiness of its findings.  
Unstructured interview 
An interview in which a researcher asks participants very general questions, 
enabling them to shape the interview in whichever way they see fit, without a 
predetermined plan for the flow of the conversation (see also Semi-structured 
interview; Structured interview).  
Validity  
Validity refers to the extent a study can be regarded as accurate and reliable. If the 
internal validity is high, the study has been designed and carried out in such a way 
as to avoid systematic bias – which means that it will give you a good estimate, for 
example, of the effectiveness of an intervention. External validity is also sometimes 
called transferability or generalisability, and refers to the extent to which you can 
generalise the findings from one study and apply them to other populations, settings 
and arrangements. 
Variable 
A principle factor of experimental studies is that one element is manipulated on 
purpose by the researcher to see whether it has any impact upon another measure. 
The element or factor that is being manipulated by researchers is known as the 
independent variable, whereas the change (or outcome) resulting from the 
implementation of the independent variable is the dependent variable. 
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Appendix 1: Research review methods 
The review includes literature identified by a C4EO scoping study (Waldman et al 
2008) as being relevant to the review questions. The scoping study used systematic 
searching of key databases and other sources to identify literature which was then 
screened and coded (see Appendix 3). Apart from reference harvesting, no further 
searching for material other than that located by the scoping review was undertaken 
for this review. 
 
The review team used a ‘best evidence’ approach to select literature of the greatest 
relevance and quality for the review. This entailed identifying: 
 
1. The items of greatest relevance to the review questions 
2. The items that came closest to providing an ideal design to answer the review 

questions 
3. The quality of the research methods, execution and reporting. 

 
The team reviewed all priority items and summarised their findings in relation to the 
review questions. The reviewer also assessed the quality of the evidence in each 
case. In judging the quality of studies, the team was guided by principles established 
to assess quantitative research (Farrington et al 2002) and qualitative studies 
(Spencer et al 2003). 
 
All items, both from the initial scoping review and from the reference harvest, were 
coded and entered into a database using the EPPI-Reviewer software managed 
through the EPPI-Centre at the Social Science Research Unit at the Institute of 
Education in London. This enables a record to be kept of judgements made on the 
eligibility or ineligibility of located texts, a summary of the study to be recorded and 
all items to be organised through a variety of fields including type of publication 
(book report, paper etc.), date, age range and author. Only items dated 1985 or 
more recently were included. Items lacking an abstract were excluded. The first sift 
for eligibility undertaken was based on abstracts only. The second sift was based on 
an examination of the full text, which resulted in the final choice of studies on which 
this review is based. In both phases, judgements on eligibility were made 
independently by two or more reviewers and a consensus agreed. Particular 
attention was given to items recommended by the Theme Advisory Group. 
 
EPPI Reviewer 3.0 may be viewed at: http://eppi.ioe.ac.uk/eppireviewer/login.aspx  
 
 
 
 
 
 

http://eppi.ioe.ac.uk/eppireviewer/login.aspx�
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Appendix 2: Scoping study process 
The first stage in the scoping study process was for the Theme Lead to set the key review 
questions and search parameters and agree them with the National Foundation for 
Educational Research (NFER) scoping team (see Appendix 1 for the full set of parameters). 
The list of databases and sources to be searched was also agreed with the Theme Lead. 
Sets of keywords were selected from the British Education Index (BEI) and were 
supplemented with free-text phrases. The keywords comprised an age group set covering a 
range of terms describing children and young people; a set of terms relating to disability to 
ensure retrieval of documents pertaining specifically to disabled children and young people; 
and a set of terms relating to differentiated services to meet diverse needs. The keywords 
were adhered to as far as possible for all bibliographic databases, with closest alternatives 
selected where necessary. Web-based databases were searched using a more limited 
number of terms, enabling a simultaneous search across the three priority areas within the 
disability theme.  
 
A list of websites considered relevant to the search was compiled by the NFER team and 
supplemented by key organisations identified in the National Children’s Bureau (NCB) 
organisations database, the British Education Internet Resource Catalogue (BEIRC) and by 
others identified in the course of the bibliographic database searches. Current research was 
specifically searched for in the CERUKplus (education and children’s services research) 
database, in the Research Register for Social Care and on the websites of key organisations. 
Members of the Theme Advisory Group (TAG) were invited to suggest relevant documents, 
networks and websites. 
 
The next stage in the process was to carry out searching across the specified databases. 
The database and web searches were conducted by information specialists. Owing to the 
spread of database holdings across consortium member institutions, the database searching 
tasks were divided between NFER, the Social Care Institute for Excellence (SCIE) and the 
NCB whose information specialists worked in close consultation to ensure consistency. Initial 
screening was done at this stage to ensure that the results conformed to the search 
parameters. The records selected from the searches were then loaded into the EPPI-
Reviewer database, duplicates were removed and missing abstracts sourced. The scoping 
team members used information from the abstract and/or the full document to assess the 
relevance of each piece of literature in addressing the key questions for the review. They also 
noted the characteristics of the text, such as the type of literature, country of origin and 
relevance to the research question. A 10 per cent sample was selected at random and 
checked for accuracy by another member of staff. 
 
The number of items found by the initial search, and subsequently selected, can be found in 
the Table 5. The three columns represent:  
 
• items found in the initial searches 
• items selected for further consideration (that is, those complying with the search 

parameters after the removal of duplicates)  

• items considered relevant to the study by a researcher who had read the abstract 
and/or accessed the full document . 
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Table 5. Overview of searches 

Source Items found 
Items selected 
for 
consideration 

Items 
identified as 
relevant to 
this study – 
note: column total 

is the number 

before items 

removed during 

coding stage 

Databases    

Applied Social Sciences Index 
and Abstracts (ASSIA) 13 13 10 

British Education Index (BEI) 56 21 8 

ChildData 481  309 106 

Cumulative Index to Nursing 
and Allied Health Literature 
(CINAHL Plus) 

108 107 
32 

MEDLINE 43 41 8 

PsycINFO 39 34 22 

Internet databases/portals    

British Education Internet 
Resource Catalogue (BEIRC) 81 0 8 

CERUKplus 42 1 0 

Making Research Count n/a 0 0 

Research in Practice n/a 0 0 

Research Register for Social 
Care (RRSC) 11 0 0 

Social Care Online 722 93 82 

Thematic Advisory Group 
recommendations (including 
texts and organisations) 

35 35 24 

 
Where n/a is indicated, this is because these resources were browsed rather than searched 
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Search strategy 
This section provides information on the keywords and search strategy for each database 
and web source searched as part of the scoping study. The searches were conducted by 
information specialists at various organisations, as follows: 
 
• British Education Index (BEI), British Education Internet Resource Catalogue (BEIRC), 

CERUKplus, Making Research Count, Research in Practice, Research Register for 
Social Care and Social Care Online were searched at NFER. 

• Applied Social Sciences Index and Abstracts (ASSIA), Cumulative Index to Nursing 
and Allied Health Literature (CINAHL Plus), MEDLINE and PsycINFO were searched 
at SCIE. 

• ChildData was searched at NCB.  

 

All searches were limited to publication years 1995-2008, in English language only. 
 
A brief description of each of the databases searched, together with the keywords used in the 
searches, are outlined below. The search strategy for each database reflects the differences 
in database structure and vocabulary. The key population term ‘disabled children’, or 
variations on this, was used for all the database searches to cover ‘complex health needs’, 
‘life-limiting conditions’ and ‘technology dependent’.  
 
The following conventions have been used: (ft) denotes that free-text search terms were 
used; * denotes a truncation of terms; and (+NT) denotes that narrower subject terms have 
been included (where available). 
 
 
Applied Social Sciences Index and Abstracts (ASSIA)  
(searched via CSA Illumina, 20/10/08) 
 
ASSIA is an index of articles from over 500 international English language social science 
journals. 
 

#1  child* (ft) 
#2  adolescen* (ft) 
#3  young people (ft) 
#4  #1 or #2 or #3 
#5  disab* (ft) 
#6 #4 and #5  
#7  personalization 
#8  personalis* (ft) or personaliz* 

(ft) 
#9  early intervention (ft) 

#10  person centred or person 
centred approach 

#11  community profil* (ft) 
#12  tailored service* (ft) 
#13 individual budget* (ft) or direct 

payment* (ft) 
#14 direct payments 
#15 #7 or #8 or #9 or #10 or #11 or 

#12 or #13 or #14 
#16 #6 and #15 

 
British Education Index (BEI) 
(searched via Dialog, 29/10/08) 
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BEI provides information on research, policy and practice in education and training in the UK. 
Sources include over 300 journals, mostly published in the UK, plus other material including 
reports, series and conference papers. 
 

#1 infants 
#2 under fives (ft) 
#3 children (+NT) 
#4 preschool children 
#5 young children 
#6 nursery school pupils 
#7 kindergarten children 
#8 primary school pupils 
#9 secondary school pupils 
#10 further education 

students 
#11 higher education 

students (ft) 
#12 adolescents 
#13 young adults 
#14 youth 
#15 young people (ft) 
#16 #1 or #2 or #3 or #4 or 

#5 or #6 or #7 or #8 or 
#9 or #10 or #11 or #12 
or #13 or #14 or #15 

#17 disabilities 
#18 disabled children (ft) 
#19 disabled adolescents (ft) 
#20 disabled students (ft) 
#21 disabled young people 

(ft) 
#22 intellectual impairment 

(ft) 
#23 learning disabilities 
#24 learning difficulties (ft) 
#25 learning disorders (ft) 

#26 mental disorders 
#27 mental retardation 
#28 inclusion (ft) 
#29 inclusive education (ft) 
#30 #17 or #18 or #19 or #20 

or #21 or #22 or #23 or 
#24 or #25 or #26 or #27 
or #28 or #29 

#31 individual needs 
#32 person centred (ft) 
#33 personali* 
#34 community 

characteristics 
#35 ethnic groups 
#36 minority groups 
#37 multiculturalism 
#38 BME (ft) 
#39 ‘black and minority 

ethnic’ (ft) 
#40 asylum (ft) 
#41 refugees 
#42 looked after children (ft) 
#43 foster* 
#44 complex needs (ft) 
#45 multiple disabilities 
#46 outcomes of education 
#47 #31 or #32 or #33 or #34 

or #35 or #36 or #37 or 
#38 or #39 or #40 or #41 
or #42 or #43 or #44 or 
#45 or #46 

#48 #16 and #30 and #47 
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British Education Internet Resource Catalogue (BEIRC)  
(searched 21/10/08) 
 
The BEIRC is a freely accessible database of information about professionally evaluated and 
described internet sites that support educational research, policy and practice. 
 

#1 disabilities or learning disabilities or mental retardation  
 
This search did not uncover any relevant items. 
 
 
CERUKplus  
(searched 21/10/08) 
 
The CERUKplus database provides access to information about current and recently 
completed research, PhD-level work and practitioner research in the field of education and 
children’s services. 
 

#1 disabled children  
 
 
ChildData  
(searched 31/10/08) 
 
ChildData is the NCB database, containing details of around 35,000 books, reports and 
journal articles about children and young people.  
 

#1 infants 
#2 under twos 
#3 under fives (ft) 
#4 under eights 
#5 children (+NT) 
#6 preschool children 
#7 young children (ft) 
#8 nursery school pupils (ft) 
#9 kindergarten children (ft) 
#10 primary school age 
#11 primary school pupils (ft) 
#12 #1 or #2 or #3 or #4 or #5 

or #6 or #7 or #8 or #9 or 
#10 or #11 

#13  disabilit* 
#14 disabled children (ft) 
#15 disabled adolescents (ft)  
#16 disabled students 
#17 disabled young people (ft) 
#18 intellectual impairment (ft) 
#19 learning disabilities (ft) 
#20 learning difficulties 

#21 learning disorders (ft) 
#22 mental disorders 
#23 mental retardation (ft) 
#24 mental disability 
#25 physical disability 
#26 multiple disabilities 
#27 inclusion 
#28 inclusive education 
#29 #13 or #14 or #15 or #16 

or #17 or #18 or #19 or 
#20 or #21 or #22 or #23 
or #24 or #25 or #26 or 
#27 or #28 

#30 individual needs (ft) 
#31 person centred (ft) 
#32 personalis* (ft) 
#33 community characteristics 

(ft) 
#34 ethnic groups 
#35 minority groups (ft) 
#36 multiculturalism (ft) 
#37 multiethnic 
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#38 black people 
#39 BME (ft) 
#40 black and minority ethnic 

(ft) 
#41 travellers 
#43 asylum 
#44 refugees 
#45 looked after children (ft) 
#46 children in care 
#47 foster* 

#48 complex needs (ft) 
#49 outcomes of education 

(ft) 
#50 #30 or #31 or #32 or #33 

or #34 or #35 or #36 or 
#37 or #38 or #39 or #40 
or #41 or #42 or #43 or 
#44 or #45 or #46 or #47 
or #48 or #49 #51#12 and 
#29 and #50  

 
 
Cumulative Index to Nursing and Allied Health Literature (CINAHL Plus) 
(searched via EBSCO Host, 14/10/08) 
 
CINAHL Plus provides indexing for 3,802 journals from the fields of nursing and allied health. 
 

#1 child 
#2 adolescence 
#3 young person (ft) or 

young people (ft) or 
young adult (ft) 

#4 #1 or #2 or #3 
#5 mental retardation (+NT) 
#6 mentally disabled 

persons 
#7 sensory impairment (ft) or 

technology dependent (ft) 
#8 #5 or #6 or #7 
#9 #4 and #8 
#10 childhood development 

disorders (+NT) 
#11 child, disabled (+NT) 
#12 #10 or #11 

#13  #9 or #12 
#14 personalis* (ft) or 

personaliz* (ft) 
#15 person centred or person 

centred approach 
#16 community profil* (ft) 
#17 tailored service* (ft) 
#18 individual budget* (ft) or 

direct payment* (ft) 
#19 accessib* (ft) or 

acceptab* (ft) 
#20 #14 or #15 or #16 or #17 

or #18 or #19 
#21 #13 and #20 

 
 
Making Research Count  
(browsed 27/10/08) 
 
Making Research Count is a collaborative national research dissemination network based 
regionally in the social work departments of nine UK universities. The following documents, 
available on the national Making Research Count website 
(http://www.uea.ac.uk/menu/acad_depts/swk/MRC_web/public_html/), were browsed for 
relevant items: 
 
• Research news, Summer 2008 (this is the first edition of this newsletter) 
• Quality Protects research briefings (numbers 1 to 9) 
• Every Child Matters research and practice briefings (numbers 10 to 16). 
 

http://www.uea.ac.uk/menu/acad_depts/swk/MRC_web/public_html/�
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MEDLINE 
(searched via Ovid SP, 14/10/08) 
 
MEDLINE is the primary source of international literature on biomedicine and health care. 
 

#1 child (+NT) 
#2 adolescent (+NT) 
#3 young person (ft) or 

young people (ft) or 
young adult (ft) 

#3 infant 
#4 students (+NT) 
#5 youth (ft) 
#6 #1 or #2 or #3 or #4 or #5 
#7 mental retardation (+NT) 
#8 disabled persons (+NT) 
#9 mental disorders 

diagnosed in childhood 
(+NT) 

#10 physical disab* (ft) 
#11 hearing disorders or 

vision disorders 
#12 #7 or #8 or #9 or #10 or 

#11  
#13 personalis* (ft) or 

personaliz* (ft) 
#14 person centred or person 

centred approach 
#15 community profil* (ft) 
#16 tailored service* (ft) 
#17 individual budget* (ft) or 

direct payment* (ft) 
#18 accessibility (ft) or 

acceptability (ft) 
#19 #13 or #14 or #15 or #16 

or #17 or #18 
#20 #6 and #12 and #19 

 
 
PsycINFO 
(searched via Ovid SP, 28/10/08) 
 
PsycINFO contains more than 2.5 million records on psychological and behavioural science. 
Within this strategy, the use of the operator ‘adj5’ indicates that, for a record to be retrieved, 
the two-word stems of the search term are to be located within five words of each other.  
 

#1 child* (ft) 
#2 adolescen* (ft) 
#3 young person (ft) or 

young people (ft) or 
young adult (ft) 

#4 youth (ft) 
#5 #1 or #2 or #3 or #4 
#6 disabilities (+NT) 
#7 #5 and #6 
#8 personalisation1` 
#9 personaliz* (ft) 
#10 person centr* (ft) 

#11 community profil* (ft) 
#12 tailored service* (ft) 
#13 individual budget* (ft) or 

direct payment* (ft) 
#14 accessib* adj5 service* 

(ft) 
#15 acceptab* adj5 service* 

(ft) 
#16 #8 or #9 or #10 or #11 or 

#12 or #13 or #14 or #15 
#17 #7 and #16 
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Research in Practice 
(searched and browsed 21/10/08) 
 
Research in Practice is the largest children and families research implementation project in 
England and Wales. It is a department of the Dartington Hall Trust run in collaboration with 
the Association of Directors of Children’s Services, the University of Sheffield and a network 
of over 100 participating agencies in the UK.  
 
Evidence Bank database: 
 

#1  disability (topic filter) 
#2  disabled children (ft) 

 
The publications section was also browsed. No items were selected for this scope. 
 
 
Research Register for Social Care (RRSC)  
(searched 21/10/08) 
 
The RRSC provides access to information about ongoing and completed social care research 
that has been subject to independent ethical and scientific review. 
 

#1  disabled children (ft) 
#2  disabled youth (ft)  
#3  disabled young people (ft) 
#4  disabled population (ft) 

 
These searches did not uncover any items in addition to those already found. 
 
 
Social Care Online 
(searched 21/10/08) 
 
Social Care Online is SCIE’s database covering an extensive range of information and 
research on all aspects of social care. Content is drawn from a range of sources including 
journal articles, websites, research reviews, legislation, government documents and service 
user knowledge. 
 
#1  population and disabled 

people and children 
#2  population and disabled 

people  
#3  population and disab* (ft)  
#4  black and minority ethnic 

people and disab* (ft)  
#5  (asylum seekers or 

refugees) and disab* (ft)  
#6  local auth* (ft) and disab* 

(ft) and service (ft)  

#7  complex needs (ft) and 
disab* (ft)  

#8  residential childcare and 
disab* (ft)  

#9  disab* (ft) and statistics 
(ft) and ethnic (ft)  
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Author searches 
 
#1  Shah Robina 
#2  Hatton Chris  
 

Organisations 

 
A list of key organisations was approved by the Theme Advisory Group (see Table 
6). The list, which primarily included the group’s specific recommendations, was 
supplemented by some additional organisations considered relevant by the NFER 
team. These additional organisations were identified in the NCB organisations 
database and through initial ‘Google’ searches.  
 
Table 6. Organisations 
 

Organisation URL Records 
selected 

Aiming High for Disabled 
Children  

www.everychildmatters.gov.uk/socia
lcare/ahdc/ 

1 

Barnardo’s www.barnardos.org.uk/ 0 
ChiMat/Public Health 
Observatory 

www.apho.org.uk/default.aspx?QN=
CHIMAT_HOME 

4 

Council for Disabled 
Children  

www.ncb.org.uk/Page.asp?sve=785 2 

Department of Health www.dh.gov.uk/en/index.htm 1 
Early Support www.earlysupport.org.uk 4 
Every Disabled Child 
Matters 

www.edcm.org.uk  2 

I CAN www.ican.org.uk 0 
Include me TOO www.includemetoo.com/ 1 
Joseph Rowntree 
Foundation 

www.jrf.org.uk  4 

National Deaf Children’s 
Society 

www.ndcs.org.uk/ 0 

National Learning 
Disability and Ethnicity 
Network  

www.lden.org.uk/  2 

Norah Fry Research 
Centre (Bristol) 

www.bristol.ac.uk/norahfry/ 2 

Office for National 
Statistics/UK Statistics 
Authority 

www.statistics.gov.uk/ 1 

Shared Care UK www.sharedcarenetwork.org.uk/inde
x.jsp 

0 

Thomas Coram Research 
Unit 

http://ioewebserver.ioe.ac.uk/ioe/cm
s/get.asp?cid=470 

3 

http://www.everychildmatters.gov.uk/socialcare/ahdc/�
http://www.everychildmatters.gov.uk/socialcare/ahdc/�
http://www.barnardos.org.uk/�
http://www.apho.org.uk/default.aspx?QN=CHIMAT_HOME�
http://www.apho.org.uk/default.aspx?QN=CHIMAT_HOME�
http://www.ncb.org.uk/Page.asp?sve=785�
http://www.dh.gov.uk/en/index.htm�
http://www.earlysupport.org.uk/�
http://www.edcm.org.uk/�
http://www.ican.org.uk/�
http://www.includemetoo.com/�
http://www.jrf.org.uk/�
http://www.ndcs.org.uk/�
http://www.lden.org.uk/�
http://www.bristol.ac.uk/norahfry/�
http://www.statistics.gov.uk/�
http://www.sharedcarenetwork.org.uk/index.jsp�
http://www.sharedcarenetwork.org.uk/index.jsp�
http://ioewebserver.ioe.ac.uk/ioe/cms/get.asp?cid=470�
http://ioewebserver.ioe.ac.uk/ioe/cms/get.asp?cid=470�
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University of Lancaster 
(Chris Hatton) 

www.lancs.ac.uk/fass/faculty/profiles
/65/9/ 

0 

University of York (Karl 
Atkin) 

www.york.ac.uk/healthsciences/gsp/
staff/katkin.htm  

4 

http://www.lancs.ac.uk/fass/faculty/profiles/65/9/�
http://www.lancs.ac.uk/fass/faculty/profiles/65/9/�
http://www.york.ac.uk/healthsciences/gsp/staff/katkin.htm�
http://www.york.ac.uk/healthsciences/gsp/staff/katkin.htm�
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Appendix 3: Parameters document 
Centre for Excellence and Outcomes in Children and Young People’s 
Services Specification Parameters for Scoping Studies 
 
1. C4EO theme 
Disability 
 
2. Priority 
Ensuring all disabled children and young people and their families receive 
services that are sufficiently differentiated to meet their diverse needs. 
 
3. Context for this priority  
Many families have unmet needs or may not know about services that are 
available. Others may be choosing not to use services because they do not ‘fit’ 
their needs or, for various reasons, they find that they are not acceptable or are 
difficult to use. There are a number of reasons for this situation. Local 
authorities struggle to identify the different needs and characteristics of cohorts 
of disabled children, young people and their families living within their area. 
This makes it difficult to reflect differentiated requirements in service design, 
strategic planning and commissioning processes, and Joint Strategic Needs 
Assessment, and to support the independent sector to make appropriate 
provision. Consequently, many families have unmet or partially met needs, and 
are using ‘ill-fitting’ services. This priority seeks to expose best practice in 
profiling the disabled children’s population and its requirements, and in the 
responsive use of this information to secure appropriate services.   
 

4. Main review questions to be addressed in this scoping study (no more 
than five; preferably fewer) 
1. What do we know about the profile of disabled children in England (by age 
bands), with particular reference to children from BME backgrounds? 
 
2. What does the literature tell us about the specific additional needs of the 
following groups of disabled children: those from BME communities; families 
seeking asylum; children with the most complex needs; those living away from 
home (excluding looked-after children, as they are the subject of another 
theme)? How are these needs identified and what evidence is there of different 
outcomes for these different groups? 
 
3. What does the literature tell us what works to improve outcomes (in what 
ways and with what results) for the above groups? 
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5. Which cross-cutting issues should be included? (child poverty; equality 
and diversity; disability; workforce development; change management; 
leadership; learning organisations)?  
 

equality, inclusion, diversity, leadership, workforce development, change 
management, learning organisations and safeguarding 
 
Please specify the review questions for cross-cutting issues in this 
scope. 
 
6. Definitions for any terms used in the review questions 

As on priority 1, we need to be careful to look for any evidence of success for 
young people at the more complex ends of the spectrum. For some this will 
mean children/young people with complex learning/behaviour needs and for 
others it will mean complex medical/health care needs (the so-called 
‘technology dependent children’). 
 
7. What will be the likely geographical scope of the searches? 
(Work conducted in/including the following countries) 
 

England only 

UK only 

Europe only 

All countries (English language) 

8. Age range for children and young people: 
 
 

9. Literature search dates 
Start year 

10. Suggestions for key words to be used for searching the literature. 
 
 

0-19 

1995 

 

 

 

x 
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11. Suggestions for websites, databases, networks and experts to be 
searched or included as key sources. 

• Need to include health materials 

• Early Support Programme has sector specialists – check for relevant 
data and evidence 

• Robina Shah 

• Minority ethnic groups – Karl Atkin, University of York; Chris Hatton, 
Lancaster University 

• Disabled children’s population – Jake Abbas, Public Health Observatory 
ChiMat project 

• Needs of families with more than one disabled child – Rosie Tozer, 
University of York, Dot Lawton’s SPRU report Complex Numbers 

• National Learning Disability and Ethnicity Network 

• Include Me TOO 

• National Deaf Children’s Society 

• I CAN 

• Look at A Process for Change , Shared Care Network, for a pack on 
recruiting BME carers as well as others on knowledge list. 

 
DATABASES: ASSIA; BEI; CINAHL Plus; CERUKplus; ChildData; MEDLINE; 
PsycINFO; Research in Practice; Social Care Online 
 
12. Any key texts/books/seminal works that you wish to see included? 
 
Data: NI 54 is relevant for this theme.  
 
13. Anything else that should be included or taken into account? 
Informal as well as formal provision is important.  
Child poverty dimension – poorest families in the most deprived areas are least 
likely to gain access to services. How can this be changed? 
Important to understand the needs of disabled children in diverse ethnic groups 
and different family circumstances. 
Local authorities must link with health services to make a real difference for 
disabled young people. 
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Note on setting review questions 

The review questions are important because the scoping team will use these to 
assess the available literature. Review questions need to be clear, specific and 
answerable. For example, the questions addressed in a scoping study on diversity in 
the early years might identify the following questions: 
 

1. What is the evidence of different outcomes for children from diverse 
backgrounds and with different characteristics? 

 
2. In what ways do early learning environments impact on children’s sense of 

identity and understating of diversity? 

 
3. What is the evidence to support specific strategies that help children from all 

backgrounds and with diverse characteristics to access the curriculum and 
make good progress in the early years? 

 
In addition to suggesting review questions, it is important to provide definitions of key 
teams and concepts (for example, for ‘outcomes’, ‘diversity’, ‘early learning 
environment’ and ‘early years’ in the above example). 
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Appendix 4: NI Indicators and key data sources 
Table: National indicators and data sources, by Every Child Matters outcome 

National 
indicator (NI) 

NI detail Data source 
(published 
information)  

Scale  
(published information) 

Frequency of 
data 
collection 

Latest data 
collection 

First data 
collection 

Link to data source (and 
comments about trend data) 

Demographics  Population Census 
(2001) 

UK, regional and local 
authority 

Every 10 
years 

2001 1801 

 

www.nomisweb.co.uk/home/censu
s2001.asp 

Trend data available 
Demographics  People registered as 

blind/partially- 
sighted, NHS The 
Information Centre 
(2008) 

National, regional and local 
authority 
Data available on children 
aged 0–4 and 5–17  

Every three 
years (2009 
data 
collection 
moved 
forward a 
year) 

2008 1982 

 

http://www.ic.nhs.uk/statistics-and-
data-collections/social-care/adult-
social-care-information/people-
registered-as-blind-and-partially-
sighted-2008-england 

Trend data available 
 

Demographics  People registered as 
deaf or hard of 
hearing (March 
2007), National 
Statistics/DH 

National, regional and local 
authority 
Data based on 0- to 17-
year-olds 

Every three 
years 

2007 1989 

Trend data available 

www.ic.nhs.uk/webfiles/publication
s/Registdeaf2007/2006-
07%20Deaf.pdf 

http://www.nomisweb.co.uk/home/census2001.asp�
http://www.nomisweb.co.uk/home/census2001.asp�
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-2008-england�
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-2008-england�
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-2008-england�
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-2008-england�
http://www.ic.nhs.uk/statistics-and-data-collections/social-care/adult-social-care-information/people-registered-as-blind-and-partially-sighted-2008-england�
http://www.ic.nhs.uk/webfiles/publications/Registdeaf2007/2006-07%20Deaf.pdf�
http://www.ic.nhs.uk/webfiles/publications/Registdeaf2007/2006-07%20Deaf.pdf�
http://www.ic.nhs.uk/webfiles/publications/Registdeaf2007/2006-07%20Deaf.pdf�
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Demographics  NFER/RNIB survey 
of local authority 
visual impairment 
services 

National (100 English local 
authorities and/or 
consortia) 
Data available on children 
aged 0–23 months, 24–35 
months and 36–59 months 

Ad hoc (1995, 
2002, 2007) 

2007 1995 

 

http://www.rnib.org.uk/aboutus/Res
earch/reports/edemp/Pages/edemp
.aspx 

Trend data not available  

Demographics  General LiFestyle 
Survey (GLF) 

Great Britain only 
 
Data available on children 
aged 0–4 and 5–17 

Annual 2008 1971 

Trend data available (from General 
Household Survey) 

http://www.statistics.gov.uk/StatBa
se/Product.asp?vlnk=5756 

Demographics  DWP: Family 
Resources Survey 
 

Great Britain and Northern 
Ireland, and regional data 

Annual 2007/08 1992 

 

http://research.dwp.gov.uk/asd/frs/
2007_08/frs_2007_08_report.pdf 

Trend data available 

Be healthy        
NI 54  Services for 

disabled children 
DCSF: Parental 
experiences of 
services provided to 
disabled children  

National, regional, local 
authority and PCT 
Sample survey data on 
parental experiences of 
services for children and 
young people aged 0-19 

Annual 2009/10 2008/09 http://www.dcsf.gov.uk/rsgateway/
DB/STR/d000902/index.shtml 
 
Trend data will be available in the 
future 

NI 54  Services for 
disabled children 

DfES Children in 
Need Census 

National, regional and local 
authority 
Data based on children 
under 18, including unborn 
children. 

Annual 
(between 
2000-2005) 

2005 February 2000  http://www.dcsf.gov.uk/rsgateway/
DB/VOL/v000647/index.shtml 
 
Trend data available 

http://www.rnib.org.uk/aboutus/Research/reports/edemp/Pages/edemp.aspx�
http://www.rnib.org.uk/aboutus/Research/reports/edemp/Pages/edemp.aspx�
http://www.rnib.org.uk/aboutus/Research/reports/edemp/Pages/edemp.aspx�
http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756�
http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=5756�
http://research.dwp.gov.uk/asd/frs/2007_08/frs_2007_08_report.pdf�
http://research.dwp.gov.uk/asd/frs/2007_08/frs_2007_08_report.pdf�
http://www.dcsf.gov.uk/rsgateway/DB/STR/d000902/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/STR/d000902/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/VOL/v000647/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/VOL/v000647/index.shtml�
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NI 54  Services for 
disabled children 

BMRB Social 
Research Childcare 
and Early Years 
Providers Surveys: 
Children’s Centres 
(2008) 

National data only Biannual 
2001-2005; 
Annual 2006-
2008. 
 

2008 2001 

Trend data likely 

http://www.dcsf.gov.uk/research/da
ta/uploadfiles/DCSF-RR164(R).pdf  

NI 54  Services for 
disabled children 

Health of Children 
and Young People  

UK N/A N/A - derived 
from various 
data sources 

N/A - derived 
from various data 
sources 

www.statistics.gov.uk/cci/nugget.as
p?id=795 

Trend data available.  

www.statistics.gov.uk/Children/dow
nloads/disability.pdf 

NI 54  Services for 
disabled children 

Health Survey for 
England  

England only Annual 2008 1991 

 

http://www.ic.nhs.uk/statistics-and-
data-collections/health-and-
lifestyles-related-surveys/health-
survey-for-england  

Trend data available 
Stay safe        
NI 69 
 
 

Children who 
experience bullying 

Youth Cohort Study 
and Longitudinal 
Study of Young 
People in England 

National  Annual 2008 2004 (for 
LYSPE), and 
1985 for YCS  

www.dcsf.gov.uk/rsgateway/DB/SB
U/b000795/index.shtml 

 

http://www.dcsf.gov.uk/rsgateway/
DB/SBU/b000850/index.shtml 

Trend data available 

http://www.statistics.gov.uk/cci/nugget.asp?id=795�
http://www.statistics.gov.uk/cci/nugget.asp?id=795�
http://www.statistics.gov.uk/Children/downloads/disability.pdf�
http://www.statistics.gov.uk/Children/downloads/disability.pdf�
http://www.ic.nhs.uk/statistics-and-data-collections/health-and-lifestyles-related-surveys/health-survey-for-england�
http://www.ic.nhs.uk/statistics-and-data-collections/health-and-lifestyles-related-surveys/health-survey-for-england�
http://www.ic.nhs.uk/statistics-and-data-collections/health-and-lifestyles-related-surveys/health-survey-for-england�
http://www.ic.nhs.uk/statistics-and-data-collections/health-and-lifestyles-related-surveys/health-survey-for-england�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
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Enjoy and 
achieve 

       

NI 72 Achievement of at 
least 78 points 
across the Early 
Years Foundation 
Stage with at least 
six in each of the 
scales in Personal, 
Social and 
Emotional 
Development 
(PSED) and 
Communication, 
Language and 
Learning (CLL) 

DCSF: Foundation 
Stage Profile 

National, regional and local 
authority 

Annual 2008/09 2003/4 

Secondary analysis required to 
explore attainment of students with 
SEN/a disability 

http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000879/index.shtml  

Trend analysis may be possible for 
some years. However, the data 
collection changed in 2006/07, so 
data is not comparable for all 
years. 

NI 92 Narrowing the gap 
between the lowest 
achieving 20% in 
the Early Years 
Foundation Stage 
Profile and the rest 

Foundation Stage 
Profile 

National, regional and local 
authority 

Annual 2008/09 2003/4 

Secondary analysis required to 
explore attainment of students with 
SEN/a disability 

http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000879/index.shtml  

Trend analysis may be possible for 
some years. However, the data 
collection changed in 2006/07, so 
data is not comparable for all 
years. 
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Additional 
indicators – early 
years 

 DCSF: Early Years 
Foundation Stage 
Profile Attainment by 
Pupil 
Characteristics, in 
England 2008/09 
 

National, regional and local 
authority 

Annual 2008/09 2006/07 

Trend data available 

http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000911/index.shtml 

NI 104 The SEN/non-SEN 
gap – achieving 
Key Stage 2 
English and maths 
threshold 

DCSF: Key Stage 2 
Attainment by Pupil 
Characteristics, in 
England 2008/09 
 

National, regional and local 
authority 

Annual 2008/09 2005/06 

Trend data available 

http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000889/index.shtml  

NI 105 The SEN/non-SEN 
gap – achieving 5 
A*–C GCSEs 
including English 
and maths 

DCSF: GCSE 
Attainment by Pupil 
Characteristics, in 
England 2008/09 
 

National, regional and local 
authority 

Annual 2008/09 2005/06 http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000900/index.shtml 
 
Trend data available 

Additional 
indicators – SEN 

 DCSF: Special 
Educational Needs 
in England: January 
2009 
Pupil Level Annual 
School Census 
(PLASC) and the 
SEN2 survey 

National only 
 

Annual 2009 1984/5 http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000852/index.shtml 
Trend data available 

http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000911/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000911/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000900/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000900/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000852/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000852/index.shtml�
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Additional 
indicators – 
outcomes for 
young people 
with disabilities 

 DCSF: Youth Cohort 
Study: The Activities 
and Experiences of 
19 Year Olds: 
England and Wales 
2007 

National Annual 2007 2004 (for 
LYSPE), and 
1985 for YCS 

http://www.dcsf.gov.uk/rsgateway/
DB/SFR/s000760/index.shtml  

Positive 
contribution 

       

NI 110 Young people’s 
participation in 
positive activities 

Health of Children 
and Young People  

UK N/A N/A - derived 
from various 
data sources 

N/A - derived 
from various data 
sources 

www.statistics.gov.uk/Children/dow
nloads/disability.pdf 

Trend data available 

www.statistics.gov.uk/cci/nugget.as
p?id=795 

NI 110 Young people’s 
participation in 
positive activities 

Youth Cohort Study 
and Longitudinal 
Study of Young 
People in England 

National  
 

Annual 2008 2004 http://www.dcsf.gov.uk/rsgateway/
DB/SBU/b000795/index.shtml 
 
www.dcsf.gov.uk/rsgateway/DB/SF
R/s000760/index.shtml 
 

 

http://www.dcsf.gov.uk/rsgateway/
DB/SBU/b000850/index.shtml 

Trend data available  

http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml�
http://www.statistics.gov.uk/Children/downloads/disability.pdf�
http://www.statistics.gov.uk/Children/downloads/disability.pdf�
http://www.statistics.gov.uk/cci/nugget.asp?id=795�
http://www.statistics.gov.uk/cci/nugget.asp?id=795�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000795/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SFR/s000760/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
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NI 110 Young people’s 
participation in 
positive activities 

Taking Part: The 
National Survey of 
Culture, Leisure and 
Sport: Headline 
findings from the 
2008/09 Taking Part 
child survey 

Sample survey, England 
only 
 
 2,622 interviews 

Annual 2008/09 2005 

 

http://www.culture.gov.uk/reference
_library/publications/6409.aspx 

Trend data not available for 5-10 
year olds as first year of collection, 
but may be available for 11-15 year 
olds. 

NI 110 Young people’s 
participation in 
positive activities 

PE and Sport 
Survey 2008/09 

School census (99.8 per 
cent of all schools in 
England)  

Annual 2008/09 2003/04 

Trend data available 

http://www.teachernet.gov.uk/_doc/
14380/DCSF-RR168.pdf 

NI 110 Young people’s 
participation in 
positive activities 

TellUs4 Sample survey: national 
and local authority 

Annual 2009 2007 

Trend data not available  

http://www.tellussurvey.org.uk/Defa
ult.aspx 

Economic 
wellbeing 

       

NI 116 Proportion of 
children in poverty 
 

DWP: Family 
Resources Survey 
 

Great Britain and Northern 
Ireland, and regional data 

Annual 2007/08 1979 

Trend data available 

http://research.dwp.gov.uk/asd/frs/
2007_08/frs_2007_08_report.pdf 

http://www.culture.gov.uk/reference_library/publications/6409.aspx�
http://www.culture.gov.uk/reference_library/publications/6409.aspx�
http://www.teachernet.gov.uk/_doc/14380/DCSF-RR168.pdf�
http://www.teachernet.gov.uk/_doc/14380/DCSF-RR168.pdf�
http://www.tellussurvey.org.uk/Default.aspx�
http://www.tellussurvey.org.uk/Default.aspx�
http://research.dwp.gov.uk/asd/frs/2007_08/frs_2007_08_report.pdf�
http://research.dwp.gov.uk/asd/frs/2007_08/frs_2007_08_report.pdf�
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NI 117 16- to 18-year-olds 
who are not in 
education, 
employment or 
training (NEET)  

Youth Cohort Study 
and Longitudinal 
Study of Young 
People in England 

National  
 
 

Annual 2008 2004 

 

http://www.dcsf.gov.uk/rsgateway/
DB/SBU/b000795/index.shtml 

Trend data may be available 

http://www.dcsf.gov.uk/rsgateway/
DB/SBU/b000850/index.shtml 

http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
http://www.dcsf.gov.uk/rsgateway/DB/SBU/b000850/index.shtml�
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Appendix 5: Validated local practice assessment 
criteria 
A small group of sectors specialists assess all the practice examples sent in to 
C4EO from the sector. The group use the following criteria to assess each example: 
 
Adequacy of the information supplied. Is there enough to apply the validation 
process? If not, and if the practice has potential, NFER will request more information; 
we will try to do this at screening stage.  
 
Strength of the rationale. Was the intervention/practice fit for purpose and based 
upon a clear and sound rationale? Was it based on prior and good quality evidence 
of need and what works in similar contexts? 
 
Sufficiency of impact and outcome evidence. Is there sufficient external and/or 
internal evaluation evidence that the practice/intervention has made a difference and 
led to improved outcomes? Are there good practitioner, service user and other 
stakeholder views? Do others implementing the same or similar practice or strategy 
changes or interventions report similar findings?  
 
Evidence of what has/has not worked and why. Is there some good guidance 
here which will be useful to others? What are the golden threads for what works? 
What barriers and ways of overcoming these have been documented? 
 
Actual or potential for replication or transfer to other contexts and settings. 
What evidence is there that the practice has already been successfully transferred to 
different settings or has the potential for replication? Which elements are especially 
transferable? What elements are non-negotiable, and which are open to adaptation 
to suit other contexts? What do people need to put in place to transfer the practice, 
without substantial loss of effect? 
 
Sixteen practices examples of relevancy to this review had been submitted at the 
time of writing. The review authors have only included the two examples that the 
validation panel assessed as being strongly supported by practice experience and 
evidence. 
 
Strongly supported practice examples are fairly mature and well-tried out 
interventions and practice for which there is convincing outcome data. The practice 
will have been applied to different settings or have been strongly developed within 
more limited contexts. 
 
All the practice examples featured within the review, and those submitted and 
validated since the review was written, are available on the C4EO website.  

http://www.c4eo.org.uk/themes/disabledchildren/default.aspx?themeid=2&accesstypeid=1�
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Appendix 6: Stakeholder data 
Parents and carers 
Overall, out of the Parents and Carers Panel, 19 parents have a child with a 
disability. This is made up of four fathers and 15 mothers. 15 of these responded to 
the early interventions and positive activities reviews and nine responded to the 
diverse needs review. Of those who responded to this review. only two were from 
BME backgrounds. They gave feedback on the reviews either by email or at 
meetings.  
 
Children and young people  
A total of 10 young people took part in two focus groups carried out by CDC. Four 
disabled young people aged from 15 to 17 years were consulted by the National 
Children’s Bureau via questionnaires and interview feedback. Two young people 
were from BME groups. 
 
Service providers 
On hundred and seventy delegates attended the C4EO disabled children knowledge 
workshops (this figure excludes presenters and C4EO and partners). 
 
The breakdown is as follows: 
 
Category Number of 

delegates 
  
LA Children's Services (Excl Sure Start) 122 
Health 23 
3rd sector 14 
Councillors/Lead members 0 
Sure Start centres 0 
DCSF/Government offices 7 
Misc 2 
Parents and carers 2 
  
Total 170 
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Ensuring all disabled children and young people and 
their families receive services which are sufficiently 
differentiated to meet their diverse needs 
 
Aiming high for disabled children has stressed the need for coordinated support, 
preventative health services, material and emotional support for parents and siblings 
and the overall improvement of practice (HM Treasury and DfES 2007). This 
knowledge review tells us what works in ensuring all disabled children and young 
people and their families receive services which are sufficiently differentiated to meet 
their diverse needs. The review focuses specifically on disabled children from black 
and minority ethnic groups, from asylum-seeking families, with complex needs and 
living away from home (excluding looked-after children). 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Centre for Excellence and Outcomes in Children and Young People’s 
Services (C4EO) 
8 Wakley Street 
London 
EC1V 7QE 
Tel 020 7843 6358 
www.c4eo.org.uk 
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